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2 
Introduction 
“I feel like [my friends] wouldn’t understand.  They would just be like, ‘Yeah it’s like that at my house.’ 
You  don’t  understand.  You don’t have anything like that at your house.” 
-Jason, 14 
 
“It’s a very weird thing.  In some ways you’re like an only child, and in some ways you’re like a pseudo 
parent...I don’t really know what I am.” 
-Sabrina, 35  
 
“We’re doing things a little bit out of order. In terms of psychological development, first you create your 
understanding of the world and create your identity, and then eventually you give back to the community. 
I think what happens with me and probably other siblings is we’re giving back first, which is the thing 
people are supposed to do when they have kids and afterwards. [This] kind of makes us more mature in 
some ways, but then we haven’t developed some of [our] identity, [so also] a little bit behind our peers in 
other ways.” 
-Brennan, 33 
 
Jason, Sabrina, and Brennan  are three individuals from three different parts of the country 1
who have never met one another, but one unique experience ties them together: siblinghood. 
Each has a brother diagnosed with autism, a neurodevelopmental disorder characterized by 
impaired communication and socialization in conjunction with restricted repetitive behaviors 
(American Psychiatric Association 2013). The autism spectrum is vast, comprising diverse 
profiles with countless characteristics and differences in abilities. Language skills and IQ are 
particularly variable. Accordingly, experiences of autism--both as an individual and as a 
family--can vary dramatically as well. 
Given the variation of needs and strengths across the spectrum, it is necessary to differentiate 
between the ways autism can manifest, with labels that are as accurate and empowering as 
possible.  There is an ongoing debate within the autism community about the veracity and 
appropriateness of certain terminology.  This thesis subscribes to the neurodiversity ideology, 
1 All names have been changed. 
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which aims to depathologize and destigmatize autism.  Rather than using the terms “high” or 
“low functioning”--as is unfortunately standard--I describe autism in terms of an individual’s 
need for support.  The levels system is not a perfect mode of classification, but it carries less 
stigma than functioning labels, and it allows for specification beyond a binary.  Having Level 1 
needs generally means that an individual is able to to achieve independence with a little extra 
help with social interactions, planning, and organization.  Verbal abilities among this cohort are 
at their age level or even exceptional. Level 2--requiring substantial support--indicates that an 
individual is verbal but likely experiences some difficulties with verbal abilities, especially 
pragmatic language.  Their social interactions tend to be more narrow, with a focus on their own 
special interests and passions.  Individuals with Level 3 needs require the highest amount of 
support compared to people on other parts of the spectrum.  This level describes people with 
autism (PWA) who are minimally verbal and need assistance with day-to-day tasks.  Some 
characteristics span the spectrum, such as sensory sensitivities, pragmatic deficits, and engaging 
in restrictive repetitive behaviors (RRB’s.)  Many PWA use these behaviors to “tune out” 
overstimulation as a self-calming technique.  RRB’s include (but are not limited too) hand 
flapping, rocking back and forth, picking objects apart, and involuntary scripted speech. 
My own twin brother has autism.  In terms of levels of support, he would qualify as Level 3. 
For him, autism looks like needing 24/7 supervision and help with activities (toileting, eating, 
etc.,) having comorbid epilepsy, engaging in restrictive/repetitive behaviors, and being minimally 
verbal; however, he also he a wonderful sense of humor and relatively well-developed social 
skills.  For others on the spectrum, autism can manifest as primarily a social deficit rather than 
verbal or intellectual.  These individuals are more likely to achieve independence.  Being a twin 
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has given me a lifetime of experience with autism, but until college, it was largely limited to 
Level 3.  In the summer after my first year, I started working at a disability services agency with 
David, 22, whose needs fall under the Level 2 description.  Though he encounters some 
challenges with language, he is verbal and can complete many tasks independently, such as 
household chores and gardening.  Family and support staff assist him with his jobs, socializing, 
and academic skills.  One goal I have tried to address with David is strengthening his relationship 
with his brother, Jason (14) and sister Hope (12.)  
After about a year of working with David, his mother, Raina, and I started the Sibling Supper 
Club, a support group I facilitate for Jason, Hope, and their friends who also have siblings on the 
spectrum. As a child, I attended a monthly get-together for kids who have a sibling with any kind 
of disability that aims to “provide peer support and information in a lively environment” 
(Sibshops).  Hope and Jason also went to a few Sibshops meetings as children, but Raina and I 
agreed that just as a PWA has unique needs, their siblings do too.  Moreover, it is not a 
requirement at many support groups for facilitators themselves to be siblings.  The Sibling 
Supper Club, in contrast, is a small, sibling-led meeting exclusively for children who have a 
sibling with autism (SWA) that averages 4 participants between the ages of 10 and 14.  Most of 
the SWA are Level 1 or Level 2.  While I have been able to relate to the participants and offer 
support for their concerns, I have admittedly felt ill-equipped to tackle certain issues with them 
since my experience with a Level 3 SWA has been vastly different.  Leading discussions can feel 
simultaneously empathetic and foreign.  The incongruent perceptions I have of my brother vs. 
theirs of their siblings--in addition to the many overlaps--have led me to research sibling 
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experiences of autism in depth, so that I and other community members can better support 
siblings and meet their needs. 
Initially, I was planning to only interview children, with the aim of capturing their reactions 
to experiences with their sibling in real time.  However, as Sabrina, an adult subject, says, it is 
only recently that the public has begun to learn more about “handling autism into 
adulthood...When people hear autism, they think of children.”  I decided to include siblings of all 
ages to track how challenges change over time and how their perspectives have evolved since 
childhood.  
 
Methods 
Over the course of about 3 months, I conducted in-depth semi-structured interviews with 10 
siblings: 
Sibling Supper Club members 
● Hope (12) → brother = David (22, Level 2) 
● Jason (14) → brother = David  
● Tim (14) → sister = Lucy (16, Level 1) 
 
1:1 Interviews 
● Estelle (22) → brother = Leon (25, Level 3) 
● Robert (21) → brother = Gary (27, Level 1) 
● Mark (29) → sister = Lilly (15, Level 1) 
● Brennan (32) → brother = Jack (28, Level 1 currently but Level 3 in childhood) 
● Sabrina (33) → brother = Eric (31, Level 2) 
● Connor (28) → sister = Ana (33, ASD suspected but not confirmed, presumably Level 2)  
● Naomi (23) → brother = Samuel (25, Level 1) 
 
 Interviews with the children took place at two Sibling Supper Club meetings, after obtaining 
verbal assent from them and written permission from their parents.  The child subjects were those 
I already had known through facilitating Sibling Supper Clubs in the past, who had been 
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involved since its inception.  Jason and Hope inspired the group’s start, and their friend Tim 
joined very soon after.  Although these groups turned out to be relatively small (two and three 
participants, respectively,) the interview process took on more of a focus group format.  This 
intimate group setting served to illuminate not only the experiences, thoughts, and feelings they 
had about their SWA but also how they interact with and relate to other siblings, or “sibs.” From 
here on, I will distinguish between the sibling participants in my study from their SWA by 
referring to the subjects as “sibs.” 
Just as I had personally known the child sibs before conducting research, some adult subjects 
were personal friends of mine.  To recruit adults I had not met, I made a post in a Facebook 
support group for siblings of people with intellectual/developmental disabilities (I/DD.) 
Interested members contacted me directly for details, and we scheduled an interview.  Interviews 
with adults took place either in coffee shops or over the phone, each interview averaging an hour 
and a half.  
After taking appropriate consent measures, I recorded audio of the interviews with all 
participants.  I did not want notetaking to be distracting for participants during in-person 
interviews--especially at the Sibling Supper Club, since my main role is to be facilitator of a 
support group--so I took notes while listening later to the recordings on my own.  In phone 
interviews, though, I was able to take notes as participants dictated their experiences to me.  The 
focus group format of the Sibling Supper Club meetings resulted in discussions of topics and 
concerns currently affecting participants. Agar & MacDonald (1995) write that in focus groups, 
“[talking] turns are usually short, moderator control is inevitable, a few group members 
dominate, and group formation sets constraints on the interaction” (79).  These characteristics of 
4/8/2019 FREAKIN THESIS - Google Docs
https://docs.google.com/document/d/13rVnuUlOUkgjdLJsavLmda38Zr3Vu_l8TIqcK8YxTJI/edit 8/102
7 
the focus group were not necessarily limitations at the Sibling Supper Club.  Although I did need 
to work to keep the participants on topic, each participant spoke for an equal amount of time, and 
the shorter talking turns encouraged them to bond over common experiences instead of taking the 
time to delve into extensive personal anecdotes.  
Both the focus groups and one-on-one interviews were semi-structured, but the adult 
interviews took on even less structure because the participants addressed many of my questions 
as they naturally told their stories.  These one-on-one interviews with adult subjects yielded 
elaborate oral histories of their siblinghood from childhood to now. While handling responsibility 
and the impact of siblinghood on relating to others were themes across all interviews, the 
adults--equipped with greater life experience--touched on themes of identity development. 
In addition to interviews, I also engaged in participant observation of the children in one 
central family.  With their permission, I took field notes on interactions between David, Hope, 
and Jason in their everyday lives.  Because I work with David and sometimes invite Hope and 
Jason on our excursions in the community, I was able to observe how they interact with each 
other in various settings and activities, like bowling, eating dinner, and watching TV at home 
together.  This element of the research culminated in inviting Hope and Jason to work with David 
on his radio show at the local college radio station, which these siblings have demonstrated could 
be a promising intervention for strengthening sibling relationships.  Because it focuses on 
improving sibling interactions over time instead of illuminating the current status of those 
relationships, an extensive evaluation of a radio program’s merits would not be appropriate for 
this work.  However, the radio program has been a fortunate bi-product of this research, and it is 
a possible direction for future research.  
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Participant observation led me, at first, to question how the children handle the 
responsibilities they have for their sibling.  Originally, I asked how siblings balance(d) being a 
caregiver with being a young child, but after beginning the research process itself, it became an 
exploration into how the experience of  being  a sibling--rather than just direct experiences with a 
sibling--shapes these individuals’ personalities, values, and life courses.  The analysis has 
evolved into an investigation of gendered identity development in a unique family situation.  
 
Chapter Outline 
In Chapter One, I will delve into existing research on family dynamics of disability and 
autism, emphasizing in my analysis the need for ethnographic research as opposed to the 
psychological research that dominates the field. This literature review will also draw from 
anthropological texts on gender roles, kinship, and the formation of personhood to illustrate the 
ways in which caregiving has been understood as feminine.  This discussion is followed by three 
Ethnographic chapters, which follow the “ripple effect” of siblinghood, from direct experiences 
with the ASD sibling at the epicenter to the reverberating impacts they have the development of 
identity.  Chapter 1,  Responsibility (& Resentment?),  explores the responsibilities brothers and 
sisters assume for their siblings, as well as how readily they take these tasks on. I argue that the 
effects of parentification--the process in which a child assumes responsibilities typical of a 
parent--depend on how much external support they receive. Next, Chapter 2: Relationships 
examines how these experiences of siblinghood influence the way the subjects relate to their 
parents and peers, as well as how they choose friends and romantic partners.  The degree of 
responsibilities they have taken on can render it difficult to relate to their peers.  Interestingly, the 
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caregiving dynamic may spread to their friendships and romantic relationships, but it can also 
influence them to seek stability with other relationships, finding people who are able to care for 
them and their SWA.  The findings from Chapters 1 and 2 inform Chapter 3,  Siblinghood & the 
Self , which looks at the traits of empathy and maturity, trends in siblings’ career choices, and 
their hopes for the future.  This chapter also explores how gendered expectations of caregiving 
and American values of autonomy define these siblings’ self-perception, asking the question, 
“How does American culture value or discourage ‘being needed’ for women and for men?”  
 
 I trace how having a SWA and taking on responsibilities from a young age ripple into other 
areas of the sibs’ lives, finding that conception of women as inherent nurturers may explain the 
sisters’ relative readiness to assume responsibilities, empathy, and proclivity to follow career 
paths in caregiving.  However, analyzing exceptions to these gender roles has revealed an even 
more consequential finding--that presence or lack of parental support may, compared to gender, 
be a better predictor of the sibs’ adjustment and relationships.  Changes to the status quo of 
gender take generations, but understanding how parental support affects sibs could inform 
current interventions.  
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Chapter 1 
The Pond: Existing Literature 
 
Analyzing the existing literature provides valuable context for understanding the 
development of siblinghood and caregiving as subjects in academia.  More importantly, though, a 
literature review reveals how studies’ methods reflect interventions’ and societies’ treatment--or 
neglect--of siblings to people with disabilities.  The purpose of such research is (hopefully) to 
inform programs of which groups need assistance and which issues to address.  Gaps in research 
translate to gaps in support. Because the history of disability/sibling research parallels the 
evolution of disability/family support models, this literature review will examine various studies 
in tandem with programmatic approaches to disability, leading to a discussion of my proposed 
directions for both fields.  I will integrate elements of autoethnography--weaving in my own 
experiences as a sibling and worker--to support my scrutiny of the studies’ methods. 
 
Where are the siblings? 
Just the other day, I was listening to an episode of a podcast where a mother detailed the joys 
and struggles of raising a child on the autism spectrum.  This particular child had trouble with 
anger management.  The mother tearfully explained the toll his violent outbursts were taking on 
him and the rest of the family.  She recounted stories of how her son would target her, her 
husband, and the younger brother.  I noticed, though, that in the whole hour, the interviewee and 
the host only mentioned the younger brother once or twice.  Similarly, while research on and 
resources for siblings have improved in recent decades, the parent perspective is still dominant.  
 Given that “parents of children with autism spectrum disorder are known to experience more 
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stress than parents of children with any other conditions,” (Rivard et al. 2014, 1609) and they are 
generally primary caregivers, there is an existing literature on parents’ experiences of autism. 
Such research generally comprises quantitative studies of parents’ psychological adjustment to 
their child’s ASD (Rivard et al. 2014,  Bitsika & Sharpley 2004) as well as qualitative studies of 
parents’ beliefs about their children, experiences raising them, and perceived struggles and 
successes (Altiere & von Kluge 2009, Desai et al. 2012, Gray 1994).   Other studies attempt to 
broaden the focus to assess the family impact of autism.  Sanders & Morgan (1997), for instance, 
measure family stress in ASD on the basis that “not only parents are affected but also siblings 
and the relationships among family members” (Sanders & Morgan 1997, 16).  
However, despite this mention of siblings in the introduction, Sanders & Morgan do not take 
the sibling perspective into account, specifying that the study examines responses of mothers and 
fathers.  Regarding their actual findings, mothers of children with ASD and Down syndrome 
reported significantly less family participation in leisurely activities compared to mothers of 
typically developing (TD children); fathers of children with ASD believed there were more limits 
to such family participation than did fathers in both the TD and Down syndrome groups. 
Although siblings are implied in this measure of “family participation,” there is no explicit 
mention of them, even in the discussion of the results.  Moreover, the questionnaire had the 
binary format of true-false, which did not allow parents to elaborate on how family participation 
and stress could include the TD siblings.  
In a 1990 study of family stress comparing the experiences of families of ASD and of cystic 
fibrosis, the authors also largely neglected the siblings.  They administered a questionnaire to 24 
mothers of children with ASD.  Out of the 11 measures of family stress on this questionnaire, 
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only two--Limits on Family Opportunities and Family Disharmony--implied siblings; not one 
measure addressed the sibling relationship directly.  In the discussion, the authors were surprised 
to find that stress did not correlate with number of children within a family, which was the only 
explicit mention of siblings.  They postulated that “while parents still may be concerned about 
the effects of the ill child on other siblings, the added help and company that these children 
provide may alleviate some of the burden that these mothers experience” (Bouma & Schweitzer 
1990, 728).  The authors touch on the caregiving responsibilities of siblings and yet still frame 
the sibling experience in terms of how it affects the parents.  The exclusion of siblings in Sanders 
& Morgan (1997) and Bouma & Schweitzer (1990) studies is unfortunately not exclusive to just 
them.  One extensive 30 page review of the family impact of ASD delved deeply into the 
parent-child relationship, parents’ mental health, and self-perceptions of their parenting (Karst & 
Van Hecke 2012).  The authors only dedicated one paragraph to the sibling impact and analyzed 
just two sibling-related studies, noting that there is a significant research gap on sibling 
experiences. 
Research that does include TD siblings of ASD is often genetic and/or quantitative, 
measuring genetic links and recurrence risk for siblings (Ozonoff et al. 2011), their 
neuropsychological functioning (Pilowsky et al. 2006), or their general cognitive and social 
abilities (Minton et al. 1982, Stone et al. 2007, Toth et al. 2007).  In these cases, the studies’ 
purpose is to learn more about the etiology of autism through the siblings.  Studies of sibling 
interactions and relationship quality in disability is increasing, but according to Allison & 
Campbell (2015), the results are inconsistent.  In their own study, Allison & Campbell (2015) 
reported lower closeness and warmness between siblings when one has a disability; similarly, 
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Gold (2017) found relationship quality to be negatively associated with autism severity.  Both 
studies asked mothers about sibling relationships rather than the children themselves, revealing a 
trend in the literature to defer to the parents’ perspectives and, as a result, the need for direct 
communication with the children.   
The parent perspective is of course still valuable and necessary, but research of  family 
dynamics is misleading if includes neither data directly from siblings nor measures that 
specifically address them.  Unlike the aforementioned studies,  Rivers & Stoneman (2003)--one 
of the two sibling studies in the Karst & Von Heck (2012) review--took a more holistic approach 
to studying families and ASD by questioning the siblings in addition to parents. In line with this 
view, I have interviewed and interacted with siblings for a first-hand account of their situation; 
however, I include sibling responses only.  Since my research focuses specifically on sibling 
experiences, I do not find the parent perspective to be appropriate for my particular project.  
The gap between research of parents and siblings is paralleled in availability of support 
programs.  There are nearly 10 times more search engine results for “autism parent support 
groups” than for “autism sibling support groups.”  As a child, I remember my parents attending 
various meetings and conferences,  but in my area, there was not one support group for siblings 2
of children with ASD.  When Raina and I started the Sibling Supper Club, we agreed that it 
would be a safe space for siblings and that all of their responses would be confidential.  Raina 
told me she wanted a “no parents allowed” rule so that her children and all participants would 
feel at liberty to express themselves freely.  The exclusion of parents in this ethnography follows 
2 My parents were fortunate to live in an area with these support programs available to them, as well as to 
have had the means to attend.  I do not mean to imply that there is sufficient support for parents.  There is 
still a significant lack of programs, and there are enduring barriers to accessibility.  I want to emphasize 
that there is a dire need for more parental supports, and there are even fewer resources available to 
siblings. 
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the Sibling Supper Club model, which seeks not to take away parents’ voices but rather to 
empower siblings and give them a special space that is just for them. 
 
Young Carers  3
The primary motivations for starting the Sibling Supper Club were to discuss strategies for 
handling responsibility at a young age and to help the participants navigate their vacillation 
between different kinship roles: child and caregiver.  In my own childhood, I assumed 
responsibilities for my brother that many of my peers did not take on for their siblings.  I 
remember at age 5 volunteering to make the infamous concoction The Drink, a foul mixture of 
orange juice and various crushed up medications.  By 7, my parents trusted me to babysit him by 
myself, assist him with potty training, and put him to bed.  The duties I fulfilled fit the Becker 
(2000) definition of young carer: 
“...children and young persons under 18 who provide or intend to provide care, assistance or support 
to another family member. They carry out, often on a regular basis, significant or substantial caring 
tasks and assume a level of responsibility which would usually be associated with an adult” (p. 378). 
 
I understood when I was older that administering medication, for instance, is typically an adult 
responsibility.  As a child, though, making The Drink felt like a privilege, a fun opportunity to 
become a witch brewing a potion.  This integration of childish imagination into the duty 
emphasizes the “young” in the paradoxical title “young carer.”  
The United Kingdom pioneered research into young carers in the late 1990s through 
nationwide surveys that led to policies to protect young carers and the creation of support 
programs (Dearden & Becker 1995, 2004; Becker, Dearden, & Aldridge 2000).   While the U.K. 
3 “Carer” is the British version of “caregiver.”  This term became widespread in young caregiving literature 
because the UK pioneered research in that area. 
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remains a leader in young carer research and support, research on--and the very notion of--young 
caregiving has begun to spread internationally (National Alliance for Caregiving 2005, Carers 
Australia 2001).  The “young carer” label has increased awareness of this cohort’s needs, but 
children who care for siblings with disabilities may still be under-represented even in this body 
of literature.  Becker, Dearden, & Aldridge (2000) explain that most of the young carers in their 
surveys cared for parents.  The U.S. report on young caregiving revealed that the majority of 
their cohort provided care for parents and grandparents; only 11% cared for siblings (National 
Alliance for Caregiving 2005).  Furthermore, the qualities of the person receiving care are 
diverse--perhaps too broad to generalize findings about the profiles of child caregivers.  The 
literature compiles young carers of people with chronic illness, physical disabilities, mental 
illness, and intellectual/ developmental disabilities all under one umbrella, despite the drastic 
differences between these conditions.  
Even within just the autism spectrum, family caregiving responsibilities vary depending on 
the types of supports the PWA needs.  Some sibs may have to call their brother or sister to 
remind them to do their laundry; others might help their sibling get dressed every day.  Supports 
for PWA with Level 1 or 2 needs tend to be more pragmatic and social, while supports for PWA 
with Level 3 needs generally fall under the more traditional view of caregiving as assisting with 
basic self-care and maintaining a person’s safety.  Notably, though, social and pragmatic deficits 
span the spectrum, and many PWA across the spectrum have attributes that are unique to autism, 
such as amplified sensory processing and restricted/repetitive behaviors.  However, there are few 
disability services providers that serve only PWA (e.g. Autism Society.)  Most agencies serve 
people with autism as well as those with other intellectual/developmental disabilities, such as 
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Down syndrome and cerebral palsy (e.g. The Arc.) Sibling support programs in the United States 
reflect this model of services in that they bring together siblings to people with different types of 
disabilities.  Developed in 1990 by Don Meyer, the Sibling Support Project is the “ the first 
national program dedicated to the life-long and ever-changing concerns of millions of brothers 
and sisters of people with special health, developmental, and mental health concerns” (Sibling 
Support Project). The project  leads monthly support groups for children in the U.S. called 
Sibshops, which I attended when I was younger.  I loved the group but aged out after 6th grade. 
The Sibling Support Project serves teens and adults through Facebook groups called SibTeen and 
SibNet.  
As a member of SibNet, I have been fortunate to receive support from benevolent strangers, 
but the diversity of disabilities in the group is not without controversy.  There have been a few 
arguments about whether siblings to people with mental or physical health issues should be 
allowed to join since some members argue that experiences growing up with a person with I/DD 
are not comparable.  Similarly, Raina believed that a group for sibs to people with I/DD was still 
too broad.  She wanted to start the Sibling Supper Club with me just for sibs to PWA because 
Jason and Hope said they could not relate to other participants at Sibshops. Their challenges were 
too different, and they did not feel comfortable sharing them with the others.  We envisioned a 
group that would focus on challenges and goals specific to autism--rather than disability in 
general--and that would support children beyond elementary school, during that potentially 
awkward transition from childhood to high school.  For this ethnography, I originally intended to 
interview only participants in the Sibling Supper Club, but I extended the subject criteria to 
include siblings through their 30’s to combat the research and program gap in sibling support for 
4/8/2019 FREAKIN THESIS - Google Docs
https://docs.google.com/document/d/13rVnuUlOUkgjdLJsavLmda38Zr3Vu_l8TIqcK8YxTJI/edit 18/102
17 
adults. 
U.K. young carer research has informed programs that follow a young carer’s wellbeing into 
adolescence and adulthood, but their wide criteria for carer and care-receiver characteristics may 
not address the nuances of caring for a sibling vs. a parent.   Although U.S. programs like 
SibShops do cater specifically to siblings, their base is still broad, and there are fewer resources 
for siblings older than age 12.  Perhaps research endeavors and these support projects could learn 
from each other by continuing to expand their lens beyond childhood and by breaking their 
groups down into narrower subsets in order to better address the young carers’ needs. 
Those needs vary from person to person, but researchers warn that when children and 
families do not receive adequate health and social supports, young carers may experience poorer 
psychosocial development, health, educational outcomes, etc. (Becker, Dearden, & Aldrige 
2000).  Szinovacz (2007) critiques the literature in this relatively new field of young caregiving 
for its tendency to focus on negative outcomes, citing works with titles such as  Burdened  
Children  (Chase 1999).  Szinovacz (2007) explains that researchers could be motivated to stress 
the negative to secure funding for interventions.  Though it is vital to present these findings in 
advocacy for young carers, negative discourse runs the risk of stigmatizing the person requiring 
care and of portraying young carers as victims.  The autism self-advocacy community has grown 
to criticize “autism moms” for outsiders deferring to their experiences and for--as the advocates 
accuse--portraying their autistic children as burdens.  In supporting parents, siblings, and other 
caregivers, it is necessary to educate the community of their vulnerabilities, but not at the cost of 
person on the spectrum.  Discourse in research and advocacy must strike a balance between 
addressing caregivers’ needs and celebrating the unique strengths and attributes of PWA. 
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Qualitative vs. Quantitative: The Value of Ethnography 
One South Korean study challenges the burdened siblings narrative, on the basis that 
“literature on the siblings of disabled children has been dominated by western psychosocial 
theories that focus on stresses associated with being a ‘young carer’” (Hwang et al. 2010, 437). 
Countering the Western psychology-based studies that emphasize hardships, Hwang et al. (2010) 
employed ethnographic methods to examine how South Korean culture influences sibling 
relationships, as well as to illuminate contrasting narratives.  They explored the day-to-day lives 
of nine siblings of children with ASD through visual ethnography, asking the children to 
complete video diaries for two weeks.  The researchers found that while there are personal 
challenges in sibling relationships, Confucian of values sacrifice and filial obligation strongly 
influenced children’s experiences and strengthened sibling relationships  (Hwang et al. 2010).  
This  study presents a cross cultural perspective with fascinating insights on how kinship and 
disability intersect differently in Eastern and Western societies.  Initially, I interpreted their 
findings to mean that Confucian principles and collectivist values--in contrast to the Western 
emphasis on autonomy--shape positive sibling relationships in autism.  After further 
consideration, however, I began to wonder whether the study’s qualitative, ethnographic methods 
could also account for the more positive portrayal of sibling relationships.  
Several quantitative studies--most often in the field of psychology--have reported mixed 
results.  For instance, a 1993 study administered various tests and questionnaires to TD child 
siblings of ASD and found that  “siblings of autistic boys scored significantly higher on 
depression than the comparison group, but not on problems of social adjustment” (Gold et al. 
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1993). This study, despite its limitations of using a reductive questionnaire, notably included a 
measure of the amount of caregiving work the TD siblings completed, reporting that greater 
amounts of caregiving work among TD sisters was associated with a more positive view of 
autism.  Through also administering questionnaires to child siblings, Kaminsky & Dewey (2001) 
discovered that sibling relationships in ASD were characterized by less intimacy, prosocial 
behavior, and nurturance than the siblings of TD and Down syndrome children.  Interestingly, 
though, siblings of children with ASD and of Down syndrome reported greater admiration for 
their sibling and less conflict compared to the TD-TD siblings.  
Regarding adolescent and adult perspectives on the caregiver role of siblings, Tomney et al. 
(2017) employed public health methodology to measure distress.  The found  that adults who 
grew up with more responsibility during childhood and had lower social support currently report 
less positive attitudes towards their ASD sibling.  Additionally, children who grew up with less 
responsibility toward their ASD sibling but currently have little social support reported high 
levels of distress. They conclude that social support can serve as an intervention for adult 
siblings. Lastly,  one survey study revealed that adults tend to view their current relationship to 
their sibling with ASD more positively now than they did as children (Van der Merwe 2017).  
While the aforementioned quantitative studies provide a foundation on the sibling experience, 
they do not paint the whole picture.  It may be more appropriate to view their results as indicators 
for future directions in research rather than as stand-alone claims on the sibling relationship.  A 
qualitative approach, on the other hand, can provide vital details that a survey will almost 
certainly overlook.  Bagenholm & Gillberg (1991) interviewed 60 TD children--20 with ASD 
siblings, 20 with Down syndrome siblings, and 20 with TD siblings--but then quantified the 
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responses to gauge adaptiveness on a scale from 1 to 5, finding that all siblings had relatively 
positive attitudes.  Though this work is illuminating, scaling the qualitative results numerically 
runs the risk of losing valuable material from the interviews.  
Delving deeper into sibling relationships, McGraw & Walker (2007) and Petalas (2012, 
2013) all conducted in-depth semistructured interviews and then--instead of quantifying the 
results--analyzed the transcripts for key themes, which is one method I used in my own research. 
Such an approach allows the researchers to ask more nuanced questions, such as “how 
nondisabled sisters understand themselves and their siblings with developmental disabilities and 
[questions of] wider systems of power or discourse” (McGraw & Walker 2007).  They 
determined that the women generally assume the caregiving role and try to normalize and 
empower their siblings, a finding on the gendered nature of caregiving that is supported by 
Orsmond & Seltzer (2000).  McGraw & Walker (2007) argued that these sisters take 
responsibility for their siblings and for fighting discourses that demoralize people with I/DD. 
However, these women are also trapped in a system of gendered care that expects them--rather 
than their fathers or brothers--to care for their siblings.  Petalas et al. (2012) also was able to 
qualitatively navigate the relationships between TD siblings, ASD siblings, and gender, 
identifying key themes in a study of TD siblings of ASD brothers, including how their histories 
with their brothers contextualized their current circumstances and their concerns for the future. 
Petalas even went on in 2013 to conduct 12 in-depth interviews about the sibling relationship 
with adolescents who themselves had ASD, which might not have been as possible with 
traditional surveys given how most tests/surveys are written for the TD population.  
Notably, these qualitative studies use interpretive phenomenology analysis (IPA) to analyze 
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the interviews; I instead use ethnographic methods. Of the differences between these two 
approaches, Maggs-Rapport (2000) explains: 
“Both [IPA and ethnography] use interviews, both use a combination of open‐ended and structured 
questioning methods, and both look for meaning in the narratives. However, ethnography concentrates on 
the individual views or the shared views and values of a particular culture and aims to describe the cultural 
knowledge of the participants; whilst interpretive phenomenology tries to uncover concealed meaning in 
the phenomenon, embedded in the words of the narrative.” 
 
Rather than focusing on the phenomenon of siblinghood and autism and how subjects’ responses 
can reveal narratives, I concentrate on the subjects’ experiences as both individuals and as 
members of the sibling community.  I do not intend to make generalizations about the siblings of 
autism community, unlike the psychology approach. Most these psychology-based studies have 
treated siblings as individuals or families as units rather than either of those as participants in a 
larger, interwoven cultural system. Instead, I hope that ethnographic data will provide a detailed 
account of these siblings’ individual experiences, but also explain how their experiences may 
result from cultural values, structures, and expectations.   Furthermore, in addition to 
semi-structured interviews, I have also engaged in the ethnographic method of participant 
observation to observe first hand--with David, Hope, and Jason specifics--how the siblings 
interact.  Though many recent studies have conducted interviews with siblings to PWA or people 
with disabilities to take a more qualitative approach, I have not come across any that include 
participant observation.  
Beyond the Hwang et al. (2010), I only found one other ethnographic study of sibling 
relationships in ASD and how culture can affect them.    Using data from drawn-and-tell 
technique interviews with TD siblings and from participant observation,  Sage & Jegatheesan 
(2010) learned that the European American and Asian American children had different 
relationships with their ASD siblings.  The researchers posited that differing cultural perspectives 
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on disability, parental involvement in educating the TD siblings on autism, and socioeconomic 
status accounted for the more positive relationship and greater knowledge of autism in the 
European American family.   The researchers explained that the European American family, 
influenced by American individualist values, encouraged the TD sibling more and accepted the 
ASD child’s diagnosis.  The Vietnamese family, in contrast, interpreted disability as punishment 
for ancestors’ past deeds and thus something to be ashamed of--a view that Tine Gammeltoft’s 
Vietnamese ethnography  Haunting Images  (2014) corroborates.  As a result, the sibling 
relationship was less positive. This study also emphasizes how both socioeconomic status and 
access to resources can impact sibling relationships/well-being, given that the European 
American family was more affluent and had greater access to support systems than the 
Vietnamese family.  The two examples ethnographic research of siblings and autism have 
provided cross-cultural comparisons that I unfortunately am unable to explore in this project 
since my cohort is relatively homogeneous, mostly comprising white Americans.  I do hope one 
day to expand this project to include siblings of diverse backgrounds and embark on an 
intersectional analysis.  
There seems to be burgeoning ethnographic research on the overlaps between kinship, 
disability, and identity.  Canary (2008)’s case study is not explicitly ethnographic, but it draws 
from both interview and observational data, using “a narrative view of identity to interrogate how 
individuals construct notions of ability and disability within their families ” (437)  in a paper aptly 
titled “Negotiating dis/ability in families: construction and contradictions.”  In line with 
contradictions in identity and disability, one ethnographic study used in-depth interviews and 
participant observation of four families with members who have a disability.  Results indicated 
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“ that families primarily construct identities of ‘normal’ through their interactions and routines as 
they negotiate contradictions inherent in their everyday lives” ( Canary 2008).  These findings are 
especially relevant to my research because in the Sibling Supper Club, we often discuss how to 
manage various contradictions in the children’s ‘normal’ lives, such as being simultaneously a 
younger sibling and also a caregiver or mentor.  
Where my research aims to fill a gap is in the phenomenon of identity fluidity within the 
sibling community.  The former ethnographic studies tended to focus on identity in the sense of 
how individuals, families, and society dictate definitions of disability and normal.  My research, 
instead, questions how the sibling’s identities develops with and around their sibling, as well as 
how it changes over time.  The progress that Jason and Hope, for instance, have made just in the 
last two years and wisdom they have gained correspond with the more mature views of the older 
subjects.  
 
The literature in this burgeoning field of young caregiving research has provided valuable 
insight on how assuming responsibility during childhood affects children’s outcomes.  However, 
there is still little research specifically on siblings of people with I/DD, let alone siblings of 
PWA.  The research that does focus on siblings and autism tends to quantitatively measure the 
strength of the sibling relationship through surveys.  Rather than these studies answering 
questions about the sibling relationship, I believe they lay the groundwork that informs questions 
for in-depth, qualitative assessments.  Qualitative methods, especially ethnography, are better 
equipped than surveys to not only include details and nuances, but also to analyze sibling 
dynamics in larger contexts, like culture and gender.   Lastly, while focus on the sibling 
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relationship is valuable, few studies trace the effects of living with a SWA on the lifecourse and 
on personality development.  As I critiqued earlier, the literature generally centers on the stresses 
of siblinghood, but these siblings are far more than any hardship.  They have adapted and 
achieved; they are resilient, empathetic, and creative.  Through interviews and oral histories, the 
following chapters will trace how the subjects have grown into themselves, with their siblings by 
their side. 
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Chapter 2 
The Epicenter: Responsibility (& Resentment?) 
 
“If you can’t be there to help speak for them, who else is going to? What some people consider a burden, I 
consider a responsibility--and not one that should be frowned upon, but one that should be held in high 
regard, [out of] love.  You do these things not because you have to; you  want  to. You feel the need to...” 
-Connor  
 
The sibs’ responsibilities and roles towards their siblings vary, vacillate, and overlap.  Over 
the course of a decade or even throughout the week, a sib can assume the role of best friend, 
advocate, helper, younger sib, older sib, nurse, babysitter, and/or parent.  This chapter explores 
that factors that determine these roles as they evolve over the lifespan, from young childhood to 
early adulthood.  Adult sibs first introduce us to the different types of responsibilities they have 
taken on for their SWA.  The young members of the Sibling Supper Club then share experiences 
of responsibilities assume currently, as children who still live and have only lived at home with 
their SWA.  
In contrast to the logistical (or instrumental) tasks some of the adults fulfilled, like 
babysitting, these kids tend to assume a more subtle, overlooked form of responsibility: 
emotional.  Emotional responsibilities include empathy and anticipating another person’s needs. 
Both skills are important in all relationships, but they can qualify as responsibilities if a young 
child must acquire them at an accelerated pace, to adapt to an atypical situation, and/or at the 
expense of their own emotional needs, which could cause resentment.  The next section further 
distinguishes between instrumental and emotional responsibilities, leading to a discussion of 
another distinction: adaptive vs. destructive.  When a child assumes responsibilities to the degree 
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that they embody parental characteristics, they experience parentification.  All forms of 
parentification can result in resilience and self-reliance in adulthood, but the presence or lack of 
external support and the level of stress put on the sib determine whether the process is adaptive 
or destructive.  This difference can impact how willingly a sib supports their SWA, as well as the 
resentment a sib may feel towards their responsibilities.  
 
Responsibility in Retrospect  
“I just want to be his sister, his companion, a helper,” Naomi says of her brother Samuel.  He 
is two years older than her and can live independently in many ways, but he still needs assistance 
with some tasks.  He has a job and attends community college, and Naomi emphasizes that he 
“does anything a normal person does.”  She describes his barriers as social aspects and 
communication, as well as temperament and managing emotions.  As a child, Naomi did not 
even realize that Samuel was “different.”  He received an official diagnosis when she was 11, but 
she “had genuinely no idea” until that point.  “He was my best friend,” she says as she talks 
about their mutual love of games, Marvel, and music.  Their strong bond endures and is evident 
in the way she cares for him: as a best friend rather than as a young carer.  As her best friend, he 
has supported her too in any big decision, life path, and career choice she has made, such as her 
choice to go to college a state away to study her passion of theater. Right now, she helps him by 
guiding him socially and by “helping my mom figure out ways to make [Samuel] more 
independent.”  
She speculates that if something were to happen to her parents, caring for Samuel would not 
be a 24/7 responsibility.  She thinks she would have to be in the same city or neighborhood to 
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assist “not with every aspect of his day to day life, but I would probably have to be there once a 
day to make sure he’s done what he’s supposed to do and does...making sure he takes his 
medicine...and making sure he gets to work on time.”  Her mother currently reminds him to 
complete these steps in his routine, and Naomi expects that she will assume this role when it 
becomes necessary.  In preparing for this transition, though, she understands that she “can never 
be [Samuel’s] mom.”  She says, “I will never be able to replace Mom.  I want--when the time 
comes--for my brother to know how to live without my mom well enough so that I don’t have to 
be the one to become Mom because I think that would make things strenuous on our 
relationship.” 
Sabrina says that caring for her brother Eric--who is a bit younger and has Level 2 needs--is 
still more her parents’ responsibility than hers, but she questions, “When will the hand off be 
complete?”  Growing up, she was used to providing some levels of care to her brother, which 
may help her ease into becoming his primary caregiver down the road.  For instance, when her 
mother went back to work shortly before Sabrina started high school, she would stay home with 
Eric.  She was happy to help, but sometimes it impacted her social life as a young teenager. 
Taking care of Eric did not add a burden, she explains, but an extra step or consideration in 
making plans.  There were times she would need to tell her friends, "I can't go out. I've gotta go 
home and take care of my brother."  She notes, though, that compared to other families with a 
member who has a disability, her parents minimized the amount of responsibility placed on her in 
childhood, saying, “A lot of other parents have more of an explicit expectation that their 
neurotypical child will be heavily, heavily involved and has that responsibility. Yes, I have a 
responsibility, but my parents have wanted me to live my own life too.” 
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Like Sabrina, Brennan also babysat her brother Jack, who is four years younger and has 
Level 2 needs now but had Level 3 needs as a child.  Brennan’s babysitting, however, started 
much earlier than Sabrina’s.  She remembers supervising Jack by herself when she was as young 
as six.  She acknowledges the abnormality of this task when she recalls her mother saying, 
“Don’t tell anyone, but the babysitter cancelled,” and then requesting Sabrina’s supervision of 
Jack.  Sabrina continues, “[The babysitters] couldn’t deal with him, or we would get a babysitter 
that was just a teengaer or something.  You’re always looking for people, and they always kept 
quitting because he would punch them or he was just really challenging.”  She insinuates that it 
was better to have a qualified six-year-old over an ill-equipped adult:  
“When I’d get home, I’d know he was supposed to take this antibiotic if he had an ear infection, 
and I know he’s not allowed to color on the walls, and this babysitter’s not really paying attention 
to him.  I would end up--even if there was a babysitter--caring for him after school.” 
 
Brennan’s expertise of her brother parallels Connor’s special understanding of his sister, Ana. 
He says if there’s anybody who’s going to understand [a SWA,] it’s going to sibs like himself. 
Although Ana does not have a confirmed autism diagnosis, Connor speculates that she is on the 
spectrum and has Level 2 needs.  She is 33, but Connor estimates that she is about 12 mentally 
and can regress to around age 7 when faced with stress.  Her disability manifests primarily in 
delayed processing and impaired social interactions.  He compares her processing to an older 
computer: “It works, but it’s just going to take a little longer to arrive at the conclusion or the 
answer that you need.”  Connor says he can “get” her line of thinking and help her express 
herself. His unique ability to guide her towards her conclusions is apparent to friends and family; 
people have always told him that he is her interpreter.  
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Growing up, his status as Ana’s interpreter may have influenced his parents to entrust her 
care to him, even when he was relatively young.  As the other subjects revealed, this trend of 
babysitting from a young age is not new, but Connor’s situation is a bit of an outlier because of 
his and Ana’s age gap.  Sabrina and Naomi are within two years of their brothers, and Brennan is 
four years older than Jack, but Connor is 5 years  younger than Ana.  He remembers in middle 
school that his grandmother became ill and his mother had to divide her time between taking care 
of her children and her own mother, who lived a few blocks away.  After school, Connor would 
stay home and take care of his sister, but she would often worry about their mother and say that 
she was going to walk over to their grandmother’s house.  Connor was concerned for her safety 
walking there by herself: 
“I had to tell her no, and she wouldn’t listen.  I didn’t know what else to do.  So I had to 
physically stop her from leaving, and it just became too much after a while.  I shouldn’t be having 
to deal with this, but what else can I do? I don’t want my sister to go walking around the 
neighborhood and, like, get hit by a car, get lost, or get kidnapped.  But I also don’t want to have 
to physically stop her from leaving the house.  That’s something I felt like no--no 12-year-old 
should be dealing with that.” 
 
While outsiders might assume that Connor was paranoid, his anxieties were completely valid and 
realistic.  People with I/DD--especially those on the autism spectrum--have social and pragmatic 
deficits that could impede their sense of danger and render them at greater risk of manipulation 
by predators.  Furthermore, elopement (wandering) is prevalent in the autism community. 
According to Anderson et al. (2012), half of the children with ASD in their study eloped, and 
they were more likely than their TD siblings to run away at every age.  My own brother nearly 
drowned after eloping at the beach when we were 7.  Raina has told me stories of David--Jason’s 
and Hope’s brother--wandering off and getting lost from the group for hours.  Anderson et al. 
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(2012) write that “ many families lose sleep or give up enjoyable activities outside the home as a 
result of elopement concerns,” which Connor clearly demonstrates in his anecdote. 
He also confides that beyond caring for his older sister, middle school was already difficult 
for him because of bullying.  He had to switch schools due to physical bullying, but then he faced 
emotional torment in his new environment.  Having to care for, even discipline, an older sibling 
at the age of 12 is a taxing task in itself; balancing this responsibility with the grotesque 
transitional phase that is middle school surely amplifies the struggles in both domains. 
 
Responsibility in the Childhood Home: Here and Now 
Jason, Hope, and Tim are still in the throes of middle school, but they are handling it 
gracefully. They talk at the dinner table about their mutual friends, share their recent feats in 
soccer and band, and laugh at stories they’ve heard about Snapchat and Instagram.  When they 
bring up the dating app Tinder--which I still cannot believe--I make a comment about how the 
conversation has derailed, and how we need to “steer this train back to the station of sibling 
issues.”  This brief break from the heavier topics of the Sibling Supper Club reminds me that 
they are middle schoolers, though they often speak of their situations with a maturity far beyond 
their actual ages, a trait I will analyze further in Chapter 4.  Tim, 14, says he is looking forward 
to high school, since he believes that high schoolers “have their lives figured out” and he wants 
to surround himself with people he thinks are more on his level of maturity. 
Tim’s sister, Lucy, is two years older and has Level 1 needs.  For her, autism manifests 
mostly as social barriers.  Tim says that many people don’t notice when they first meet her that 
she is autistic.  Unfortunately, they assume that she is “just mean” when in reality, she has 
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difficulty comprehending various social cues.  Jason’s and Hope’s brother, David, is significantly 
older than them at 22, and he has Level 2 needs. He needs greater assistance with some 
day-to-day tasks than Lucy does, but David and Lucy are both more independent than a few of 
the other siblings on the spectrum in this study.  Their verbal abilities and relative independence 
present challenges and dynamics that deviate from the traditional conception of a caregiving 
relationship.  Additionally, being the older siblings adds a complicating layer to Jason’s, Hope’s, 
and Tim’s responsibilities towards them.  
One day, for instance, I remember Jason and David getting in trouble.  David was watching 
TV when knew he wasn’t supposed to, so Jason asked him to please hand him the remote.  David 
refused and then eventually threw the remote violently at Jason.  Jason was upset that David hurt 
him, but when I discussed this incident with Raina, she said that David shouldn’t have been 
aggressive but also that Jason should have known not to parent David.  Walking the line between 
validating David’s adulthood and having the younger siblings provide necessary care for him is a 
balancing act.  There have been times when Jason was supposed to supervise David while out in 
public to make sure he wouldn’t wander off, but conversely (and confusingly,) David as an adult 
would also receive privileges that the sibs would not, like staying up late or not getting in trouble 
for misbehaving.  When the Sibling Supper Club started almost two years ago, Jason and Hope 
expressed resentment towards this perceived paradox.  They would vent, “We are more 
responsible than David, but he gets all of these privileges? I know he’s 21, but it’s not fair.” 
Since then, however, they have grown to understand that “being an adult is important to David,” 
and remnants of that resentment have begun to fade.  
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Even with their new realizations about David’s adulthood, they still do assume 
responsibilities for him.  An outsider reading a transcript of Hope’s interactions with David 
would guess that she is older sister--despite their staggering differences in height (about a foot) 
and age (10 years.)  She speaks to him gently but still takes the tone of a parent.  When she bakes 
brownies for her middle school soccer team, for example, she firmly tells him, “David, don’t eat 
the brownies I made,” indicating that she does not trust him and that he has done this before. 
The juxtaposition between her activity--baking for a middle school event--and her almost 
maternal tone reveal the responsibility she takes for David.  She also makes sure he stays within 
eyesight at a large store and reminds him not to talk too loudly in the movie theater.  One 
evening, I facilitate David and Hope making slime together--an activity she loves--as a way to 
introduce him to a passion of hers.   She assumes a teacher role by giving him instructions and 
guiding him through it. She is strict in her slime making, so she makes some comments like, “Oh 
that’s too much glitter.  Here, I got it,” but they never quarrel.  Throughout the participant 
observation, Hope is patient and parental.  
Jason disagrees. In discussing his own epiphanies about David during the Sibling Supper 
Club meeting, Jason critiques his sister’s treatment of their brother:  
“A lot of the time, you’re aggressive towards Dave.  If you ask him to do something and he 
doesn’t do it, you get kind of, like, angry at him…You can compromise.  He listens to me because 
I’m nice to him.  I try to understand how he sees this whole situation, and I try to approach it 
differently, in a way I think he would be OK with.  You can say, ‘Dave, I really want to do this, or 
something.  Could you please, please, for 30 minutes, take the headphones off and then you can 
put them back on?’”  
 
Hope says that she does ask David nicely at first but then becomes frustrated when he does not 
acknowledge her.  Jason thinks David doesn’t listen to her because she is making demands of 
him instead of speaking to him calmly, and “at this point now, David doesn’t want people telling 
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him what to do.”  His comments follow a concern Hope raises when she says she rarely gets the 
opportunity to talk to David because he is “always either listening to music, on his computer, or 
working on the farm. ”   She continues, “I feel like even if I tried to talk to him, I am absolutely 4
sure he would not want to.”  When I ask her what he does when she makes attempts to start 
conversations, she says that he dismisses her by answering  “I don’t know” to any sort of 
question she asks.  
As David’s support worker, I am definitely familiar with this response.  I’ve noticed that 
when David is in his own world--listening to music or ecstatically daydreaming--his default reply 
is “I don’t know,” even when the question is salient to him.  He will also say “I don’t know” if 
the question is within his reach but requires some clarification or prompts, like  why -questions. 
Now, instead of asking him why he feels [X], I frame it as, “Dave, you feel [X] because…” and 
then he fills in the blank.  I can understand how Hope would read David’s “I don’t know” 
responses as dismissive if she takes them at face value rather than as, “I am a bit distracted right 
now,” or “I am having trouble understanding the question.”  Another possible misconception 
about David’s behavior is Jason’s and Hope’s assumption that he cares only for meeting his own 
needs and does not consider theirs.  I have stumbled upon a method to address this qualm, 
through sharing the radio.  On long drives to David’s activities, he has preferred to choose the 
music we listened to, as anyone would.   Recently, though, I have encouraged him to share the 
radio, telling him we will alternate who gets to pick the station.  He has caught on immediately. 
He beams as he declares, “It’s my turn now, and after this song, it’s your turn!”  
4 David is a flower farmer at a social care farm on the family’s property  
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On the surface, saying “I don’t know” could come off as apathetic, and his desire to play his 
own music could mislead someone to think that he does not value theirs.  Taking a few extra 
steps to decipher that behavior, however, has exposed David’s true positive intentions and 
capabilities. It wasn’t until a few years of working with David that I discovered these effective 
accommodations; other attempts have had mixed results.  Jason and Hope, being his sibs and not 
his workers, may be less inclined to take those extra steps with him--not because they don’t wish 
to understand him, but because of negative interactions with him in the past.  These experiences 
lend themselves more to resentment than to motivation for assuming the emotional responsibility 
of developing accommodations.  
A source of conflict that has come up continually in meetings is David’s tendency to lash out 
at Hope and Jason, which might be the reason Hope reads “I don’t know” as David disregarding 
her feelings .  David is a kind-hearted person, and it is a pleasure to work with him, but he has 
gotten unjustifiably angry at his siblings on many occasions. He doesn’t do this as often 
anymore, but he used to yell, “Jason!” while crossing his arms and stomping his feet, blaming 
Jason for misfortunes he had no part in.  David exemplifies this behavior during participant 
observation when he stubs his toes on the stairs and then shouts at his brother, even though Jason 
is in a completely different part of the house.  
In the past, Hope has reacted calmly to these moments and brushed them off, while Jason has 
become more noticeably offended.  One evening, for example, Jason and Hope are watching a 
movie, and I suggest that David spend time with them.  He adamantly refuses, yelling, “I don’t 
want to! It’s just awful” before storming off into their parents’ room.  Hope has to quietly tell me, 
“He is not allowed in there,” which is a sentence very few younger siblings would utter of the 
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eldest.  In contrast, on a day we all go bowling, I take a group photo of everyone, and Jason gets 
upset when David tries to be in the middle.  Jason had apparently wanted that spot. This time, 
David does not actually demonstrate any malice, but Jason--primed by past outbursts--believes 
David is intentionally undermining him.  Jason walks away, muttering under his breath, “If 
you’re going to be an ass about it, then I’m not going to be in the picture.” 
Perhaps the disparity in the children’s reactions stems from the primary roles they each 
assume in David’s life.  Hope has acted maternal, like a mentor towards David, while Jason 
seems to treat him as if they are on the same level.  Both roles have their merits and 
disadvantages.  Hope is better able to tune out David’s insulting behavior, but she runs of risk of 
infringing upon his autonomy or appearing bossy to him when she acts like a parent.  Although 
Jason demonstrates respect for David’s capabilities by viewing him as an equal, he may have too 
high expectations for David in some areas--such as social communication--and become frustrated 
when David does not meet them.  Within only a few months of the bowling incident, however, 
Jason’s comment at the Sibling Supper Club reveals a dramatic change of heart: 
“One thing I’ve been trying to do is understand autism a lot more.  I used to think [David] was 
just taking it out on us, and I would take it personally.  But now I think it’s the opposite.  It sucks, 
but that’s the way it is.  It’s not his fault, so I’ve been trying to be a lot nicer to him after realizing 
that he’s having a hard time.”  
 
Jason’s conscious effort to empathize with his brother exemplifies an overlooked type of 
responsibility: emotional. In discussions of caregiving, people generally focus on the tasks that 
consume time and physical energy, such as feeding someone, putting them to bed, and helping 
them bathe.  Expending emotional energy, however, is just as valid a form of caregiving. 
Emotional responsibilities may even be more taxing, especially for children who do not yet have 
the tools to process and handle certain situations.  
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Tim says that he embodies a similar perspective in how he interacts with Lucy.  She has made 
rude comments to him before such as, “Ugh, we wouldn’t be late to my thing if we didn’t have to 
go to Tim’s stupid band practice first.”  He laughs as he tells this story because these remarks do 
not bother him at all anymore.  He understands that she doesn’t mean what she is saying too 
seriously, and he also knows that some behaviors are related to her autism and are therefore 
unlikely to change.  Both David and Lucy have fixated, specialized interests.  David loves 
Disney movies; he can list off the actors, directors, lines, and release dates of almost any Disney 
movie you name.   Lucy’s most recent interest is veganism.  According to Tim, she does not 5
enjoy talking to people at length about interests besides her own. Other topics are less salient to 
her, so she is not very responsive to them.  When Tim realized that staying within her interests is 
her gateway to building relationships, he took on an emotional responsibility by adapting his 
discourse to meet her needs:  
“Being a sibling of a child with autism, you’re always the older sibling no matter what 
the age is.  I was having to pretend to be interested in what my sister was talking about 
since I was like 5 years old.  It was just natural instinct.  I would pretend to be interested 
in something because that’s how I would get around.” 
 
Hope and Jason are in the process of adapting to David’s restricted interests and another 
autism-related behavior called scripting, or reciting lines from movies or conversations.  During 
past meetings, they have complained that his scripting in common areas is distracting to them. 
When he wouldn’t stop scripting after they asked--or when he wouldn’t talk to them about  their 
5 Another example of fixated interests is actually apparent at the moment I am typing.  I was just writing in 
a coffee shop, and I heard someone talking about trains to himself.  I told him my brother likes trains, and 
he excitedly piped up, “Oh! Does he have autism too?”  This young man seems to be on David’s level. 
We got into a conversation about trains and music.  He played an organ on an app on his phone for me 
and was very proud of all of the intricacies of his playing.  He explained them in great detail with extensive 
terminology.  He then recited all of the stops that the trains would make on certain routes and the names 
and times of trains that would arrive.  A train went by and he announced, “Oh my gosh, I think we’re 
getting a Norfolk Southern!  It’s an SD70ACU. It is on track 2 and it is going to Danville.” He just smiled 
now and told me, “I have to go listen to my Hammond B-3 organ. I am so happy I made a new friend!” 
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interests--they thought he was being apathetic.  Jason is now realizing, though, these behaviors 
are neither intentional nor David’s fault.  
In explaining autism at meetings, I often use the analogy of glasses.  I tell the children that 
having autism is like wearing a unique pair of glasses that allows a person to see the world 
differently. They make it harder for a person to recognize certain things, like others’ feelings. 
Mindblindness is the concept in autism that PWA have an underdeveloped theory of mind, or 
ability to put themselves in other people’s shoes.  These mindblinding glasses obscure the 
thoughts and emotions of people beyond the wearer.  If a person’s input is different, then their 
output will be different too.  David’s and Lucy’s behaviors are not personal; they are products of 
a vastly divergent outlook. When the meetings first started, the children did not fully grasp the 
glasses metaphor, but is clear now that they are accepting the emotional responsibilities of 
empathy, patience, and understanding.  
 
Parentification: Instrumental and Emotional  
Estelle, 22, vividly recalls the moment when she was very young--she estimates 
kindergarten--when she knew to begin assuming such emotional responsibilities.  Her brother 
Leon is two years older and, like my own brother, has Level 3 needs.  I actually met Estelle and 
Leon through working with him one on one.  Although his demeanor now is almost always 
sunny and cheerful, he was prone to meltdowns when he was little likely due to communication 
barriers.  For PWA with Level 3 needs, being minimally verbal compounds the already 
overwhelming challenges of sensory overload and navigating social situations.  I remember 
being in the grocery store as a child and suddenly hearing a blood curdling scream, then turning 
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to see it was my brother.  My mother would tell me, “He’s not tolerating the vibrations well 
today.”  We would have to go as soon as possible, before the situation escalated.  Similarly, 
Estelle speaks of a time when her brother had a tantrum at school.  She expressed embarrassment 
to her parents, since her peers were staring.  Her parents were kind but blunt.   They told her that 
Leon could not help his outburst because he has different needs than her, which make 
environments like school much more difficult for him.  It was her responsibility, they said, to be 
his advocate and to understand him.  There was no room for her to feel embarrassed in such a 
situation; she never felt that way again.  
Instead, she is embarrassed now telling that story or recounting any times she has felt 
negatively towards Leon.  She says that when she and Leon were very young, the family would 
need to end their outings immediately if Leon began to have a meltdown.  As a preschooler, she 
briefly felt that there was an imbalance between the way her parents treated him and her.  When 
she speaks of those feelings as an adult, however, she repeatedly portrays them as “completely 
unfounded in retrospect.” She elaborates: 
“Sometimes I would see Leon having a tantrum in a store, and we’d have to leave immediately. 
But then I thought it was like wearing shoes I was uncomfortable in.  We couldn’t just leave 
because  I decided I didn’t want to wear those shoes anymore in the store. Of course this is 
different, but at the time, maybe I didn’t understand it so well.  So my parents would emphasize 
to me from a young age that it wasn’t because they loved either one of us better or more.  It was 
just because Leon has needs that are unique to him, and I have needs that are somewhat unique to 
me.  Sometimes Leon would need more immediate help or immediate attention in situations 
because he wouldn’t always be able to help himself, in ways that I’m privileged to possess.  I 
think as a kid I didn’t fully understand it, but now that I’ve had the benefit of maturing--for my 
sake and everybody around me--I know that my parents worked tirelessly to make sure both their 
kids could benefit entirely from everything that exists and everything that they want to be.” 
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Sabrina’s and Naomi’s discourse on this topic of attention imbalances follows the same 
pattern: intense empathy and an apologetic tone.  Sabrina says that as a little kid, she remembers 
getting upset at the idea that Eric was receiving more attention than her.  She laughs,  
“I was like, ‘Oh look! I can sing, I can dance. Don’t pay attention to him. Pay attention to me! 
He’s not even saying anything, and I can read!” Her playfulness quickly turns serious as she 
continues, “But it takes a lot of time and resources and energy to care for your child with special 
needs,” and delves into how parents must coordinate therapies, possibly leave their jobs, etc.  In 
line with Estelle’s empathy towards Leon and Sabrina’s towards her parents, Naomi admits: 
“I know it's absolutely completely not true now--now that I’m older and I’m wiser--but during 
[my early teen years,] I was feeling that I wasn't as loved as my brother.  But the attention that my 
parents put on him  had  to be a little more than me because he needed it to get through life.” 
 
All three sisters shared a valid concern about attention as kids, but in talking about it today, each 
sister shifts the discussion to emphasize--and empathize with--others’ needs.  Furthermore, 
Naomi and Estelle use language that distances their current selves from any hint of resentment 
they may have held, even though had been young children who were still in the process of 
growing and learning.  Even adults demonstrate difficulties in understanding disability 
accommodations. These sisters not only developed strong empathy at an early age, but they also 
retroactively insert their evolved empathy into accounts of their childhood selves.  Such 
discourse exemplifies an emotional responsibility they have assumed since childhood, as well as 
their close bonds with their brothers.  
At what point however, does this emotional responsibility become a form of parentification? 
Parentification is a process in which a child adapts characteristics that are typical of a parent. 
Although parentification literature, like young carer research, generally describes a role reversal 
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with parents, I apply it in this project to a child taking on a parent-like role with a sibling. 
Engelhardt (2012) distinguishes between two types of parentification: emotional and 
instrumental.  She writes that an “emotionally parentified child may be expected to gauge and 
respond to the emotional needs of [a family member,] serve as confidante and an unwavering 
source of support, and provide crisis intervention during times of psychological distress” (47). 
Emotional parentification is often concurrent with instrumental, which is when a child handles 
logistics and everyday functional tasks like supervision, planning, personal care, etc.  
Estelle takes responsibility to another level in the way she takes responsibility for Leon, 
demonstrating this duality of emotional and instrumental parentification.  Since she was a little 
girl, she would supervise him when their parents were away, administer his epilepsy medication, 
work with him on academics, assist him with toileting, help him with social skills, and train his 
support staff.  When I met her, it was my first day working one on one with Leon.  She was warm 
and patient as she led me through the training, answering every one of my questions thoroughly. 
Beyond fulfilling the instrumental tasks involved in teaching me how to work with Leon, Estelle 
also seemed enthusiastic about having the opportunity to introduce someone to her brother.  Her 
pride for him radiated throughout the shift.  In the interview, the praise continues as she says, 
“Leon has a million different superpowers.”  As someone who knows Leon, I can verify this 
claim.  He enthusiasm for riding the bike at the gym is unrivaled, as are his car dancing abilities. 
She then discusses the shortcomings in Leon’s services agency, which has never been able to 
find steady coverage for Leon.  Her parents both left their jobs to work from home. In addition to 
“never missing a goodnight kiss,” Estelle stayed at home to help fill this coverage gap.  She even 
elected to live at home during college so she could continue to be such an integral part of his life. 
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She smiles   and says, “Every day, I would come home from class, and I would be able to see all 6
the art he had made...I wouldn’t have it any other way.”  Of being Leon’s advocate, Estelle says, 
“It’s not a choice; it’s an obligation.”  This view is compatible with the Confucian value of taking 
pride in filial obligation from the Hwang (2010) study of Chapter 1.  Despite assuming emotional 
and instrumental responsibilities atypical of their age group, none of the sisters viewed their 
duties as a job or expressed even a hint of resentment.  
In sharp contrast, Robert, 21, tells me explicitly that he does see his responsibilities towards 
his brother as a job.  He nonchalantly says, “It was my mother who decided to have a child. I 
didn’t decide that, and I didn’t decide to be born, so I shouldn’t have these responsibilities.”  He 
is an engineering student at NC State who is set to be valedictorian.  Every week, he allocates 
between 4 - 10 hours driving back to Chapel Hill to care for his brother Gary, who lives alone but 
needs assistance with cooking, cleaning, grocery shopping, and other around-the-house chores. 
Robert lists his instrumental responsibilities: 
“I usually pick up food for him and groceries and any prescriptions that he needs.  I’ll also take 
out his trash and recycling and clean a bit. Right now, I’m in charge of making sure his 
prescriptions get re-filled on time.  If there’s anything incidental that comes up--like needing the 
dryer replaced--I’m usually responsible for overseeing that and making sure that goes smoothly. 
If anything--[pause.] About a year ago, he was hospitalized for I don’t even remember.  But I had 
to go out there every day and bring him stuff that he needed. His phone broke, so I got him a new 
one.  I got him a new SIM card, got it all working.” 
 
These tasks are all mundane, even when he talks about handling Gary’s hospitalization.  Though 
Robert fulfilled emotional parentification’s textbook example of crisis intervention, he speaks of 
the event now in a way that divorces emotion from the matter entirely, as though converting an 
emotional parentification task into a strictly instrumental one. 
6 Her interview was over the phone, but I could practically hear her smile from states away. 
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Gary has comorbid psychiatric conditions and is possibly schizophrenic.  Robert recalls a 
time when he was 17 and sick with a 103 fever while caring for Gary, who burst into the room 
and macabrely detailed all of ways he was planning to kill himself.  In a feverish haze, Robert 
called his mother for some sort of support, but all she was able to do was ask Gary to please not 
threaten suicide while Robert was sick.  Telling this story now, Robert recognizes humor in the 
phrasing, since it implies that expressing suicidal ideation to him is only off limits if he is ill. 
Humor may be Robert’s defense mechanism against the serious possibility of losing Gary to 
suicide, but Robert also insinuates that Gary talks of it so often that it begins to lose its heaviness. 
Robert says that in preparing for a recent hurricane, for instance, he asked Gary if he would like 
any supplies.  Gary responded, “No. If the power goes out, I’ll just kill myself.”  Robert then had 
to try to rearrange his demanding school schedule to plan a trip with Gary to Atlanta out of the 
hurricane’s path.  He realized, though, it would be impossible to go all the way to Georgia if he 
was going to have enough time to study.  In the grocery store soon after, he had a panic attack 
and was unable to breathe, worrying, “What if Gary does kill himself and it’s all my fault?”  
Later in the interview, Robert softly laughs, “At least 90% of emotions are a choice, and you 
can choose to feel better about something. I don’t have time to feel bad.  I’m busy with school, 
my brother, and the gym.”  Parentification is not new to Robert since he mother became 
chronically ill when he was about eight.  His dedication to school and the near-constant exposure 
to loved ones on the precipice of death culminates in him confessing that when he considers what 
would happen if one of them died, his first concerns would be having to miss class for the 
funeral.  To him, “feeling bad” is not productive, so he tries to spend as little time worrying as 
possible, no matter how warranted it would be.  Instead, he creates meticulous spreadsheets and 
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schedules to account for all possible scenarios, ensuring that he is always equipped with a plan. 
If he is prepared for even the worst of events, such as Gary’s death, then he can minimize the 
possibility of panic. It is uncertain whether Robert is inured to the pain of death or whether his 
unemotional approach to his situation is due to repression.  He suspects repression, but he frames 
it as adaptive because it allows him to function instead of wallow.  
 
Parentification: Adaptive vs. Destructive  
While there is often overlap between instrumental and emotional parentification, there is 
another distinction in parentification that is a mutually exclusive binary: adaptive vs. destructive. 
Fitzgerald (2005) describes adaptive parentification as a temporary “rise to the challenge” (5). 
Key characteristics include parental acknowledgment of the caregiving child’s contributions and 
the child not feeling overtaxed.  Parentification becomes destructive when it involves “long-term, 
unacknowledged, unreciprocated, and age-inappropriate contributions from the child” (Fitzgerald 
2005, 5), and when logistical and emotional demands force the child/adolescent to act like an 
adult.  Robert is in his early twenties now, but his responsibilities for Gary began when he was 16 
or 17 after his parents moved up north. He spent his final years of high school living alone and 
providing parent-level care to Gary. Most of the sisters have suggested that they voluntarily 
assumed responsibility for their brothers, but when I asked Robert how he fell into his role, he 
says his mother “figured since I was the closest one to Gary, I would care for him.”  
He bluntly admits that he is resentful of his responsibilities but clarifies that he does not at all 
hold them against his brother because “it’s not his fault that he’s crazy.”  There is no malice in 
Robert’s voice, just pragmatism.  Also unlike the sisters, Robert and Gary do not share a strong 
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bond.  As children, their relationship was typical of brothers.  Robert is a childhood friend of 
mine, and I remember a day as kids when we all played together and had fun working with 
robotics.  They also used to get in physical fights, as many brothers do, but Robert says Gary 
would take it too far.  Robert shrugs, “I think he tried to kill me once,” as he tells the story of 
when Gary, 16, came at him with a sword with he was 11.   Robert was unfazed then and carries 
that attitude about stress to today.  He laughs, “Well, I didn’t die, so joke’s on him, right? Put that 
in your paper.”  He says now that they are not particularly close, but that they do enjoy talking on 
the phone together. The phone is the best way for Gary to convey his interests, and Robert does 
like hearing about them. Perhaps they can maintain phone contact in the coming years.  Robert 
plans to move states away for improved job prospects in software technology and so caring for 
Gary “is not my problem anymore.”  He has calculated how much he could contribute to Gary 
given the hourly rate at his job abroad and says he would rather just pay thousands than stay and 
continue caring for Gary in person. 
Mark, 29, similarly stayed in North Carolina to pursue schooling and a career.  His sister 
Lilly is 15, has Level 1 needs, and lives with their dad in Mississippi.  She used to take special 
education classes at school, but now she is mainstreamed.  Mark describes her challenges as 
mostly social and pragmatic.  He admits that it has been difficult to cultivate a relationship with 
her due to their 14 year age difference, but also because she does not engage with others very 
openly.  At dinner, for example, she chooses either to not sit with the family or to have her 
headphones on the whole time.  This isolating behavior--which he acknowledges could also be 
hallmarks of being a teenager--makes it harder to gauge her feelings and needs.  When he himself 
was a teenager and Lilly was little, he misread her autism as being spoiled.  At that age, he 
4/8/2019 FREAKIN THESIS - Google Docs
https://docs.google.com/document/d/13rVnuUlOUkgjdLJsavLmda38Zr3Vu_l8TIqcK8YxTJI/edit 46/102
45 
thought of his parents, “It’s like, ‘You’re letting her get away with these things, and that’s why 
she’s acting this way.’”  This sentiment is reminiscent of Hope’s and Jason’s retired resentments 
towards David’s actions as discussed above.  Just as they have started to assume the emotional 
responsibility of recognizing the root of David’s behavior, Mark’s opinions also shifted.  “It took 
a long time to come to the realization that she is not actually spoiled,” he says, “but it is still 
difficult to connect with her on any level.”  
Because Mark is so much older than Lilly, it may have been more challenging to develop that 
necessary empathy that it was for other sibs, who are all either younger or only older by a few 
years.  The other sibs were exposed to their siblings for most of their lives, and it still took time 
to acquire that understanding.  Language learners who begin their study past the critical period of 
acquisition can still achieve high level proficiency, but it takes more work than someone exposed 
to the language from a young age.  Though language and empathy are different skills, Mark was 
already near adulthood by the time Lilly received her diagnosis, so he was past a possible critical 
period in learning how to fluently empathize with someone who has a unique system of 
processing.  
Brennan is only four years older than Jack, but even so, her life did change when he received 
a diagnosis: 
“Before he was around, I was in a lot of activities.  I was doing dance, art classes, and all this 
really fun stuff.  I was a super confident, happy kid.  Around the time that he got diagnosed, it got 
really challenging in the household, and I started not wanting to go to the things anymore, for a 
couple reasons.  I remember once my dad had forgotten to pick me up one time, so I was stranded 
at ballet for like an hour and a half, and it was before cell phones, so you couldn’t just message 
someone. It’s just so overwhelming for [my parents.]...At that point, we lived in a two bedroom 
apartment. I would take piano lessons, but [Jack] would attack me any time I tried to practice the 
piano.  He would come in and hit me and my mom would have to keep him in our bedroom.  It’s 
not fun or relaxing to try to practice piano when someone is trying to rip the door down.”  
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She relays these anecdotes completely casually, even laughing as she adds, “It just wasn’t 
practical,” before saying that she ended up dropping many of her activities.  Just like the other 
sisters, she does not express resentment towards Jack for him needing more attention from her 
parents or for the impact his sensory issues on her involvement in her hobbies.  She now 
maintains a relatively close relationship with her brothers--as do Estelle, Naomi, and 
Sabrina--but she was still within that critical period when her brother started to receive more 
supports.  Mark was not necessarily unempathetic to Lilly, but especially since his other younger 
sister had been spoiled, he was less likely to give Lilly the benefit the of doubt or fully 
understand her needs.  In this respect, he was like a parent being careful not to be too permissive. 
He has always played a parent role in Lilly’s life, because of their age gap but also out of 
necessity.  His parents are divorced; he actually has never lived with Lilly except for the 
summers he would spend in Mississippi with his dad, since he moved to North Carolina before 
she was born.  Mark describes their father as a narcissistic alcoholic who provides little to no 
care for Lilly or the other younger siblings, for whom Mark is also a parent figure.  He felt 
compelled to step up and instill some sort of order in the household: 
“My dad and stepmother were never really good with that.  It was more like a free reign sort of 
thing.  So for some reason I felt like it was my responsibility to be like, ‘No, you need to eat more 
than just candy.’ Lilly would only eat certain types of foods.  For me, it was like, ‘Well, you’ve 
gotta eat more than that.  It has to be more than toast.’ That’s a role I think I probably put on 
myself.  It probably wasn’t necessary.  I think it came out of a caring place.  I’d see the things she 
was eating and think, ‘You’re not getting the nutrition you need.’  She’s super skinny.  As a 
teenager, I’d see this and think, ‘That’s not healthy,’ or how she’d watch TV 24/7 and think, ‘You 
need to do more than that.’  It was a protective sort of thing.”  
 
He still intervenes remotely as often as possible.  When his father goes on binges, he contacts 
Lilly’s school to alert them of his father’s negligence and ensure she receives accommodations. 
He has also tried to organize a substance abuse intervention for his father, only for his stepmother 
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to veto it. “You can only do so much from afar,” he says. “It’s a total cluster 24/7.  I do the best I 
can with what I know from being a nurse.  I’ve tried to get her help through the system, and that 
sort of didn’t happen.”  Mark primarily enacts instrumental parentification.  He takes care of 
logistical tasks to the best of his ability from states away.  Though he makes efforts to assume 
emotional responsibilities for Lilly by trying to talk to her, she is not too responsive over the 
phone.  
Like Robert, Mark’s relationship with Lilly is not particularly close, his responsibilities are 
mostly instrumental, and does not plan on moving back home.  Initially, I considered whether 
gender plays a role in this pattern, given the sisters’ proclivity for assuming emotional 
responsibilities and society’s expectation of women to nurture.  However, Jason and Tim have 
become more bonded to their siblings, and they demonstrate emotional responsibilities in the 
way they have made efforts to empathize and connect with their siblings.  Connor’s relationship 
with Ana refutes this gender hypothesis as well.  His discussion of Ana follows the same pattern 
I identified in the adult sisters’ discourse: empathy + distance from past resentment.  Ana is 5 
years older, and Connor noticed their roles reversing before he hit 5th grade: 
“It was noticeable in that there were certain privileges given [to Ana] and freedoms granted. 
Before I noticed, it impacted me more on an emotional scale because I was not at an age where I 
could understand pragmatically why my sister got a different love than I did.  Like, ‘Mom I need 
this,’ and ‘Hold on, but your sister needs this.’  ‘Hey, Dad, I want to do this,’ then, ‘Well we’ve 
gotta do this for your sister.’ Now, I know she has special needs and needs more help than I do. 
But at that point, it felt like they--I wouldn’t even say loved her more, but differently.  That’s 
something that’s very hard to understand and comprehend as a child.” 
 
Mark and Robert may not be outliers, then, due to being brothers or to age gaps, but because 
of the situations that demanded they be responsible.  Their circumstances fall in line with 
Fitzgerald (2005)’s definition of destructive parentification: “long-term, unacknowledged, 
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unreciprocated, and age-inappropriate contributions from the child” (5). All other subjects, in 
contrast, have had significant support from their parents; Mark and Robert have at times 
functioned as primary caregivers. With the other parents fulfilling many of the instrumental 
tasks, maybe the other subjects have had more room to assume emotional responsibilities.  Safety 
and health are the bare minimum.  If those needs are not met, then those will be first priority to a 
caregiver, who then might not have any more energy to expend emotionally.  As Robert has said 
continually, he simply does not have the time. 
 
Initially, I suspected the difference between willingness to assume responsibilities for a SWA 
could be gendered, given the expectation of women in America to be nurturers.  All adult sisters 
are passionate about caring for their SWA--but so are some brothers.  It is possible that these 
brothers have fallen into a feminized system of caring for their SWA and that their situations 
have drawn out their inner nurturers, but another factor seems to be the more likely culprit: 
parental support.  The brothers who more readily assume responsibilities--instrumental and 
emotional--for their SWA are also those who have significant support from their parents.  They 
experience parentification in the sense that they are embodying parent-like characteristics, such 
as when Connor protects his sister from leaving the house or when Tim from age 5 pretends to 
share Lucy’s highly specialized interests.  However, both of their parents are very involved in the 
SWA’s care, minimizing the load the sibs  have  to take on because no one else will.  Most of the 
sisters’ parents demonstrate the same dedication. 
For Estelle, Sabrina, Naomi, Connor, and the Sibling Supper Club members, the family 
situation is them helping the parents, not  being  the parents.  As a result, they are able to share the 
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stresses and celebrations of caregiving with their parents.  Because Mark and Robert do not have 
such parental support, their responsibilities translate mostly to stress and resentment, (of their 
parents, not their SWA.)  Brennan’s situation is unique because her mother was more heavily 
involved her father during her childhood, leading to Brennan assuming a co-parent role.  She did 
have some parental support in caring for her SWA--far more than Robert or Mark--but she also 
stepped into her father’s shoes in terms of supporting both her SWA and her mother.  While she 
is not outwardly resentful like Robert, the stress did impact her profoundly as a child, 
manifesting as migraines and panic attacks.  Furthermore, her relationship with her parents has 
endured significant challenges. 
Parentification can be healthy and lead to adaptive outcomes, so long as the parents 
contribute as much as possible to the care of the SWA.  If extenuating circumstances, like work 
or relocation, prevent the parents from meeting this requirement, they can still mitigate 
parentification’s potential to be destructive by: 
1) acknowledging the sib’s caregiving, ensuring them that it is not an expectation or 
obligation but rather a favor they appreciate  
2) taking steps to alleviate the responsibilities placed on the sibs, perhaps by trying 
to secure the support of services, extended family members, or qualified 
community members who are willing to help 
3) offering outside support to the sib, such as by introducing them to a therapist or to 
a support group of sibs in their position  
4) seeking support for themselves so that they are more equipped to fulfill the parent 
role 
 
Taking these steps not only preserves the adaptive qualities of parentification; they can also save 
the parent-sib relationship.  
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Chapter 3 
Ripple: Relationships 
 
“…It’s ingrained in your nature.  You exhibit it in every friendship you make, every relationship you 
have…” 
-Connor 
 
Connor observes that the inherent need to be responsible towards a sibling can become 
woven into a sib’s character, bleeding into all other relationships they have.  The literature on 
siblinghood in autism generally focuses on sib-sibling dynamics.  To best support sibs, however, 
it is vital to analyze how these central relationships can shape the whole family model and 
influence their choices of friends and partners. My small sample size cannot reveal a 
generalizable or predictable pattern, but the undeniable connection between sibs’ stories can still 
be valuable--if for nothing else, then for solidarity.   As one subject describes her romantic past 
during an interview, for instance, I exclaim, “Oh my god, this is so eerie.  That is my ex to a T! I 
would say it’s coincidence but--” She laughs and cuts in, “It probably isn’t. It’s probably a 
theme.”  She’s right.  From relationships within the nuclear family to friends on the outside and 
then to partners integrated back into the family, there are discernible trends in dynamics.  
I first continue the previous chapter’s discussion of parentification, shifting the analysis from 
of its implications for sib-SWA dynamics to its impact on the sib-parent relationship.  The degree 
of support a parent provides to sibs in caring for their SWA positively predicts their relationships 
with their parents.  Next, I examine the sibs’ caregiving backgrounds influence the friendships 
they seek, their sense of belonging in school settings, and the level of comfort they feel in 
disclosing their family situation to peers.  I outline their differing requirements for friendships 
and then transition to the expectations they have for their romantic partners.  In both friendships 
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and romantic relationships, the sibs tend to experience a paradox of high and low tolerance for 
abnormal behaviors and dynamics, which I posit is due to growing up in atypical families. 
Although some sibs’ caregiving natures have drawn them to friends and partners “who need a bit 
more help,” they tend to gravitate as they get older towards stability.  These sibs find partners 
who can support  them , especially if they did not receive adequate parental support growing up. 
 
Parents 
“With my dad, I’m obviously still pissed,” Mark says surprisingly calmly as he continues to 
explain the ways his father has mistreated his sister.  The last chapter’s concluding discussion of 
Mark’s story suggests that his father’s negligent behavior led to destructive parentification in 
Mark, since it forced him to care for his sister with little to no outside support.  While the 
previous chapter examines possible effects of parentification on sib-sibling bonds and the types 
of responsibilities sibs assume, this subsection aims to trace the source of parentification: the 
parents.  A whole family perspective is necessary for the community to be fully aware of a 
vulnerable family member’s needs. Mark has contacted Lilly’s school before, for example, to 
request accommodations for her given her toxic home situation.  Without his advocacy, teachers 
may incorrectly assume that her poor grades are due to personal struggles with the material rather 
than familial factors and dangers.  Mark narrates the circumstances that led to his parent-like 
intervention for Lilly: 
 “[My dad and stepmother] have always been very narcissistic.  They pretty much just care about 
themselves, especially over the last few years.  My dad recently divorced my stepmother. 
Leading up to that, it was a very toxic environment, especially for Lilly since she does need extra 
support.  The whole time was pretty much focused on them hurting the other person.  It was bad 
for years.  My dad was an alcoholic--or I guess is an alcoholic--to the point where he’d go on 
binges.  My stepmother also became an alcoholic, and she was in a relationship with somebody 
else.  She would go away for weekends at a time without letting anybody know.  My dad is more 
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or less blind now, so she would leave for a weekend with my dad who’s mostly blind and my 
younger sister essentially on their own.” 
 
He warns that it gets worse, continuing that his father has since married a Russian mail order 
bride who has a daughter Lilly’s age.  The father insists that Lilly cannot comprehend the 
situation, but Mark counters that the father is selfishly unaware of the conflict and confusion it 
has caused for her.  
As the father fails as Lilly’s parent, he loses legitimacy to Mark as a parent in general.  The 
father’s actions--or lack thereof--have rapidly deteriorated their relationship.  An outsider might 
criticize his decision to stay in North Carolina as him not being involved enough in her care, but 
he deserves just as much protection from the father as any other member of the family.  Mark’s 
parentified role and willingness to assume instrumental responsibilities obscure the fact that he  is 
still Lilly’s sibling, who already has his own responsibilities of nursing, school, and fostering 
other interpersonal relationships. When his father forfeits his parenting duties under the implicit 
assumption that Mark will step in, he is devaluing the other commitments in Mark’s life and 
degrading their relationship. 
Robert also experiences tension with his mother, but for her  explicit assumption that he will 
care for Gary in her absence.  He has a demanding job in tech, rigorous schoolwork, and hobbies 
that he believes are important for self betterment, like piano and the gym. When his mother tells 
him tells him that “other people have it so much worse” than him, he thinks, “I’m not just 
watching TV all day. I’m a very busy boy.”   The conversation preceding that comment from her 
was about Robert not wanting to take prolonged responsibility for Gary: 
“She’s like, ‘Well, you’re the closest one, so you have to deal with it.’ But also, I’m the closest 
one because she moved away. [It’s impacted the relationship] for sure.  I’m not--not the biggest 
fan.  She recently got remarried, right? Her husband is from Africa.  They want to bring his kids 
over from Africa to here.  That’s all well and good, obviously.  Burkina-Faso is not the nicest 
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place, and it would be so much better if they were here.  But on the other hand, it’s like, ‘Why are 
you taking on more responsibilities and more children when you literally already have a 
children--a child that you’re not taking care of?  I mean she does do stuff, but [not directly.] So 
why are you taking on a new responsibility when you already have this responsibility that you’ve 
pawned off on me?” 
 
Interestingly, Robert accidentally says his mother already has “a children” before correcting it to 
“a child,” not to “children.”  Though this interpretation may be far-fetched, it seems that he 
includes and then excludes himself as one of her children, unintentionally signaling distance 
between them or his accelerated adulthood.  
Mark was similarly disappointed with his father when he remarried and brought his wife’s 
daughter to live with the family.  He and Robert harbor no malice towards the new spouses or 
their children, but they are resentful of the apparent readiness for replacement.  Robert reads the 
situation not only as his mother replacing Gary with new children, but also as using Robert to 
replace herself as a permanent parent figure in Gary’s life. Welcoming new children would be far 
less problematic for the sibs without the history of their parents’ reluctance to adequately support 
their own children--the context that led to destructive parentification for both of them.  Unlike 
Mark’s father, however, Robert’s mother does not demonstrate the destructive parentification 
characteristic of lack of acknowledgment.  She is aware and appreciative of Robert’s 
contributions, but she does downplay them to justify the situation, i.e. “Others have it worse.” 
When he has tried before to be honest with her about his frustrations, she has cried to him, “You 
just feel like I abandoned you here with him.”  Robert says it has never been a very positive 
conversation, “and nothing is changing, so what’s the point?” She has not been too receptive 
beyond guilt.  
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Brennan has a closer relationship with her mother, but “it is hard for my mother to hear my 
feelings because it makes her feel super, super guilty.”  While Mark’s and Robert’s parents have 
been absent physically or mentally in recent years, Brennan’s mother has been dedicated to 
Jack’s care since the beginning.  “A lot of the time though,” Brennan says, “I would come home 
and my mom didn’t know what to do.  She was overwhelmed.”  Brennan’s father was often 
working late hours or away on business, so from a young age, she helped fill his role and became 
a co-parent. She continues, “I also comforted [my mother] a lot.  She’s a very resilient woman, 
and she’s very smart.  She was doing her best, but she leaned a  lot  on me and still does.”  In 
Chapter 2, Brennan demonstrated emotional parentification through gauging and responding to 
the emotional needs of her brother, but based on her interactions with her mother, she also 
experienced parentification in the traditional sense: parenting the parent.  
As an adult, that emotional parentification manifests as her continued moral support, as well 
as her needing to carefully frame any grievances about her childhood in a way that protects her 
mother’s feelings.  She will now tell her mother, “I think you did the best job you possibly could 
as a parent.  I love you.  This was not a solvable situation.  But it was still neglectful to do X.” 
Robert finds these conversations pointless since they do not result in changes to his current 
responsibilities, but Brennan values them for catharsis and transparency with her parents.  “It 
seems I’ve had to recover from that, which is  not your fault,” she reassures her mother, “but it 
does mean it is a challenge I face.”  She has only recently felt comfortable advocating for her 
own needs, in part because she could not find the words.  For many years, she “had no idea what 
I was feeling at any moment in time.”  She attributes the foreignness of her feelings to external 
invalidation: 
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“I could be sitting at the table crying hysterically, but if my brother was running out of the house, 
that’s what [my parents] were going to deal with.  I actually have this one memory that is just so 
ridiculous.  I was in the kitchen, and my mom accidentally dropped a knife on my toe.  My toe 
was bleeding, and I was so scared.  You know, I started crying.  But  every time I started crying, 
my brother would come and hit me because the sounds would trigger him.  So I’m sitting there, 
my toe’s bleeding, my brother’s attacking me, and I was just so overwhelmed.  My mom went 
over to comfort my brother.  Her reaction was, ‘This will get him to stop hitting her.’ But the 
underlying message was, ‘You can cry; you can take care of your own things.’” 
 
Brennan says this approach to conflict resolution happened many times. Although her 
mother’s intentions were to solve the immediate problem and prevent injury, she did not first 
acknowledge the validity of Brennan’s feelings.  On another occasion, Brennan fell off her bike. 
Her mother instructed her to stop crying so her brother would stop hitting her, which ran the risk 
of Brennan equating emotional expression to punishment or teaching her to value others’ feelings 
above hers.  Brennan tended to her brother’s and mother’s emotions to the extent that she was no 
longer equipped to tend to her own.  Furthermore, there was not enough reciprocity because Jack 
was enduring his own isolating emotional turmoil, her father was not home often, and mother 
was also drained for support.  Because Brennan did not receive the validation she needed at the 
time, her ability to understand her emotions withered.  She has since taught herself how to grow 
that skill, but given that she is far into adulthood, it is only budding now.  Her mother may avoid 
peering into childhood can of worms, but perhaps she will realize further into the process that 
Brennan’s grievances are actually evidence of growth.  Recognizing and voicing her emotions 
are a sign that she is flourishing.  
In the Sibling Supper Club, validating the sibs’ emotions has been a key topic.  The sibs’ 
needs have evolved over the years, but when the meetings first started, they expressed frustration 
at what they perceived as their parents disregarding their feelings.  Specifically, they have wanted 
David to not “get away” with behaviors that hurt them.  For example, David and I are cooking 
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one day and cannot find a measuring cup.  When Jason tries to help, David yells at him for no 
reason at all.  I prompt David to apologize, but Jason walks away before he can finish his 
sentence.  Hope and Jason wish David would apologize to them for these outbursts 
independently.  When I ask if they have talked to their parents about this issue, Hope says, “I feel 
like they see it happen and they--”  
Jason joins. “They just tell David to stop,” the two say in unison.  Jason continues, “They tell 
us that he has autism and can’t help it, but that still doesn’t help.”  They see their parents’ 
response as excusing David’s behavior, a miscommunication that undoubtedly serves as a barrier 
between many parents and sibs.  This sentiment echoed in most preceding Sibling Supper Club 
meetings, which are supposed to serve as a safe space for venting.  As the facilitator, I make 
efforts to validate their concerns.  I have told them they have the right to feel upset or any other 
emotion; their feelings are completely understandable.  I have also tried, though, to steer the 
conversation towards brainstorming solutions rather than getting stuck in the venting phase.  In 
healthy interpersonal relationships, it is crucial to validate a sib’s--or anyone’s--reactions and to 
understand their origins, especially during such a pivotal time as middle school.  However, 
over-validating negative discourse can erode relationships, especially  during such a  volatile time 
as middle school.  
For example, I noticed that in nearly every meeting, Jason would bring up the story of David 
chasing him with a knife when he was five.  Jason of course had every right to be fearful and 
even to harbor some lasting resentment or distrust, but I worried that focusing too much on those 
emotions--no matter how justified--would reinforce a negative narrative.  After reassuring him 
that his hurt was valid, I would attempt to pivot, shifting to the progress David has made since 
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then or explaining how David may have been imitating a movie instead of acting with intent to 
harm him.  Regarding the relationships with their parents, I have followed a similar approach: 
acknowledging their grievances, empathizing by through offering examples from my own 
experience, and then working on where to go from there in bridging gaps and diffusing tension.  
Although there were only 2 months between the Sibling Supper Club meetings in this study, 
the aforementioned complaint of parents excusing David’s behavior seemed to evaporate by the 
second one.  Chapter 2 examined how Hope and Jason has started to more consciously put 
themselves in David’s shoes.  This relatively newfound emotional responsibility might be 
strengthening their relationship with their parents as well, since now they now interpret their 
parents’ response--“This behavior is part of Dave’s autism”--as a legitimate explanation rather 
than as an excuse.  At one point of this meeting, however, Jason gives Hope advice about how to 
handle conflicts with David.  She says that even when she asks David nicely to stop something, 
he continues.  Jason responds, “At that point, you bring in the parents,” but she counters that they 
are not usually home.  In other meetings, the sibs have expressed wanting to spend more 
one-on-one time with their parents.  While this desire endures, it also seems to have tapered.  The 
parents have planned various outings to bring everyone together, and they have tried carve out 
quality time with each sibling from their busy schedules.  Raina has raved to me before, for 
instance, about how much she enjoyed girl’s night with Hope.  Additionally, the sibs now better 
understand that David  truly does need more of his parents’ attention.  They are certainly not 
wrong to long for more time for themselves, but they know that their parents are not playing 
favorites. 
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As discussed in the previous chapter’s analysis of emotional responsibility, Connor and most 
sisters developed this understanding of their parents early.  The parents’ need to pay greater 
attention to the siblings with ASD fortunately did not come at the cost of their current 
relationships with the sibs.  Naomi says that she felt insecure about the attention imbalance 
briefly during her early teen years--around Hope’s and Jason’s ages--but she did not believe it 
was necessary to tell her parents.  When she and her mother were recently watching a show about 
a young man with autism, however, they paused at a moment where the main character’s sister 
says that there is “space taken up by my brother, and I cannot take up any more.”  Naomi’s 
mother asked her if that has ever resonated with her.  Naomi tells me now that this scene 
perfectly depicted “exactly how [she] felt at the time.”  She responded to her mother, “Yes, but I 
don’t now.”  It is uncertain how their relationship might have developed differently, if at all, had 
her parents noticed and validated her concern about “taking up space” while she was still a 
teenager.  Even without that conversation, though, she maintains a close relationship with her 
parents as they work together to support her brother and each other.  
Estelle’s family demonstrates a similar dynamic: a cohesive, caring unit.  Interestingly, 
validation from her parents about any negativity towards Leon during childhood is not important 
to Estelle, like it is for Hope and Jason.  She says now that she had been wrong in her 
resentment, as short-lived as it was.  She is glad her parents did not validate those feelings. 
“They were completely right” when they told her she should not feel embarrassed about Leon’s 
meltdown at school. Rather than lamenting Leon’s behavior and being upset with her parents’ 
“dismissal” of her discomfort, she wholeheartedly agreed with them.  It clicked for her in that 
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conversation that she needed to become Leon’s cheerleader, the way her parents are for her.  She 
tells me she thinks this is where her conception of her parents as superheros comes from:  
“You have to make your kids feel empowered and have access to the things that they want, and 
also make sure that they know they have a cheerleader in their corner for every time that the 
world won’t be their cheerleader.” 
 
She and her parents are all members of Leon’s team.  When I worked with him, I was in awe of 
how they--at times, literally--would cheer each other on and encourage new staff to join them. 
They tackle challenges like Leon’s seizures the same way they celebrate his accomplishments: 
together.  Consequently, Estelle has a remarkably positive relationship with her parents. 
Conflicts do not escalate beyond what is typical of parent-child relationships, and their shared 
love and responsibilities for Leon ties them even tighter.  
The subjects with the closest parent relationships are those like Estelle, whose parents have 
divided the responsibilities relatively equally between everybody, or who have assumed most 
themselves.  Estelle is enthusiastic to help with Leon because her parents have given her an 
opportunity to volunteer, not an expectation to pick up slack, like in Robert’s and Mark’s 
families.  Sabrina and Connor both report their parents explicitly telling them, “We want you to 
live your own life.  Your sibling is not your responsibility.”  These sibs take it upon themselves to 
care for Eric and Ana, but this reassurance from their parents strengthens their bond and lets the 
sibs know their parents value them as individuals, not just as caregivers.  This parenting 
approach protected Sabrina’s closeness to her mother and father even during their divorce.  The 
inverse of this family structure is evident in Robert’s and Mark’s stories.  They intervene for their 
siblings out of necessity.  Robert’s mother and Mark’s father appear to take the sibs’ willingness 
to help for granted, which has had severe consequences for the parent-child relationships.  
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Brennan’s experience with her parents is liminal, in between the other two themes of parent 
relationships.  In contrast to Robert’s and Mark’s parents, her mother did assume responsibilities 
for the sibling, but to the point where she was emotionally drained and needed support from a 
very young Brennan.  She describes her childhood self as the co-parent of the household, since 
her father had not been present enough due to work.  Brennan emphasizes, though, that her 
mother did try her hardest meet the needs of both her children--an ideal that seems impossible to 
any parent, let alone a functionally single parent of a child with special needs.   Despite the 
mother’s best efforts, there were still misjudgements on her part that Brennan has had to forgive, 
such as the lack of validation of her feelings.  The result of this dynamic is a generally positive 
current relationship with some road bumps to navigate.  Over the years, Brennan has “re-trained” 
her parents to respect her emotions, even taking the courageous step to cut off contact until they 
affirmed her perspective.  She also says that once a sib becomes aware of their own needs, it does 
not necessarily matter who meets them: 
“It doesn’t matter if it’s coming from  your  mom as long as it’s coming from someone.  I’m 
important, and what I want is important.  If that’s not considered an important thing in my house, 
then I need to find someone else who believes in my dreams and my goals.”  
 
 
Peers 
 
Knowing that they were not fully equipped at the time to address Sabrina’s needs, her parents 
guided her towards people outside of the home.  They arranged for a babysitter to spend the time 
with her that they themselves had to dedicate to Eric’s therapy and progress. The babysitter was a 
actually a teacher who worked with Eric at school, so she was familiar with Sabrina’s situation 
and could empathize with her. Sabrina says she was “really cool, and had this awesome punk 
rock hair.”  She laughs as she recounts them going to the mall and to the babysitter’s apartment to 
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listen to music, remembering how “cool I felt as an eight-year-old.”  She appreciates how her 
parents found “other ways to help I have a sense of normalcy.”  This arrangement was supposed 
to “help me get some adult attention,” but from the way she describes it, it reads more as a 
friendship between peers than as a parental dynamic between a child and adult.  This relationship 
has lasted into Sabrina’s adulthood and evolved into a strong friendship.  
I also entered into friendships with my brother’s workers, despite the age difference.  I was 
grateful to be able to talk to people who shared my care for the most important person in my life. 
They intimately understood my family’s challenges, which was especially appealing in the 
context of my peers not “getting it.”   In middle and high school, Brennan gravitated towards 
people who were “artsy and on drugs” or who had depression because “they got it.”  She chose 
friends who “were also going through things.”  Even though their situations were different from 
hers, they related to each other in how they were overcoming obstacles at such a sensitive period 
of development.  She admits that her home life rendered it difficult to take “typical” challenges 
as seriously, eroding her desire to foster friendships with peers who had “normal” struggles. 
Once, she saw a girl a school crying and tried to comfort her.  The girl sniffled, “I just--I only got 
a 3.9 GPA!”  Brennan laughs and says she just slowly backed away, not knowing what to do in 
that situation. 
She simultaneously had a lower tolerance for these trivial troubles and a higher one for 
atypical behavior, given its normalization in her household.  She wonders whether being inured 
to abnormalcy shaped the boundaries she established in friendships or gave her rose colored 
glasses that obscured red flags, like when her friends would self-medicate with illicit substances. 
Connor thinks that living with his sister might have primed him to “excuse a lot of immature 
4/8/2019 FREAKIN THESIS - Google Docs
https://docs.google.com/document/d/13rVnuUlOUkgjdLJsavLmda38Zr3Vu_l8TIqcK8YxTJI/edit 63/102
62 
behavior [and] stick around too long in [some] friendships.”  His benevolent nature has amplified 
his patience for mistakes and made him “quicker to give people the benefit of the doubt.” 
“People should help people he says,” but then continues that this mindset has led him before to 
naively misinterpret friends “mooching” as genuinely needing support.  Like Brennan, he is 
drawn to “people who need a little extra help.”  He worries that some see him as overly generous 
or as putting them on a pedestal, confessing, “I care about people to an extent that I put them 
ahead of myself.”  He describes his forgiving nature as a double-edged sword: “We [sibs] may be 
more open-minded, but we also might try to draw conclusions that aren’t really connected to 
anything, [leading] to more excuses [for others.]  This is never really healthy for any 
relationship.”  
At the same time, however, being a sib has given him “has less patience for people who are 
completely capable of learning and don’t [learn.]  There are people who can go to the library and 
read books, but they choose not to.”  The ability to learn is a gift.  He cannot be friends with 
people who take it for granted.  Robert does not necessarily attribute this characteristic to being a 
sib, but he says that he has “lower tolerance for people complaining about stuff that is a solvable 
issue” or not very pressing.  He recently had a semester with a particularly demanding course 
load, responsibilities for his brother, his grandmother battling cancer, his parents divorcing, and 
his girlfriend breaking up with him.  He “normalizes and internalizes” such challenges, but he 
believes that this defense mechanism made it possible to overcome this grueling time.  As a 
result, though, this perspective paints any lesser problem as relatively inconsequential.  While he 
still supports his friends with smaller struggles, he says he has no sympathy whatsoever when 
they gripe about the consequences of procrastination, since he does not have the luxury of putting 
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anything off.  He has to meticulously plan each week around his various commitments.  He does 
not recall this frustration with procrastinators causing conflict with any of his friends, but his 
experiences may have influenced him to find college friends with comparable work ethics. 
Regarding her time at college, Brennan says, “I hated it.  I hated it so much.  I gave it a good 
try,” adding that “school was what was on [my peers’] plate.  I had a lot more [and] was just 
trying to get through the day.”  It was difficult to find friends who shared her values.  She 
managed to endure one year in the dorms and then moved off campus, coincidentally the exact 
pattern I followed.  She ended up transferring to a commuter college where the median age of 
students was 29.  Like Sabrina in her friendship with her babysitter, college student Brennan 
sought a more mature cohort.  She attributes her diminished sense of belonging at traditional 
college to her “not having the skill of putting myself first--a skill that was new to me but not new 
to my peers.”  This sentiment that reverberates across the sib sample.  Brennan did not look 
down on college students for this reason or feel they were selfish, but this disparity isolated her 
and cast her classmates as unrelatable.  “Hand me a child to care for, and I was more prepared 
than most of my peers,” she says, continuing that she became involved in off-campus activities 
so she “wasn’t only with college kids.” 
“I was raised to be more responsible,” Estelle echoes, as she describes how she too “found 
my better college experiences outside of college.”  She also says that socially, she was the 
caregiver among her friends, or the “Mom friend.”  She could never fully enjoy going out in 
college because as a caregiver at home, she “wasn’t allowed to do things that would put myself 
in a dangerous situation.”  She would work with Leon on Saturday mornings her whole freshman 
year from 7:30AM, which would have been a nightmare with a hangover.  She continues: 
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“I would work with my brother on days when I didn’t have school or my parents didn’t have 
coverage.  I wasn’t going on spring break trips; I was supplementing Leon’s program because my 
parents didn’t have support from their agency.  I had to be more accountable [than my peers] 
because I had these responsibilities.  The fun of college theoretically is that you are carefree and 
don’t have responsibilities, but I wouldn’t have had it any other way.” 
 
 Although the transition to college was tough for Naomi because she had to move a state 
away from her family, she found a wonderfully supportive community that made her feel truly at 
home.  She would tell her friends all about Samuel, his preferences, stories from their childhood, 
etc.  She says, “Even if they don’t know what it’s like, they have very considerate hearts...I 
couldn’t imagine not being able to share such a huge part of my life with my friends.”  In 
contrast, most of Robert’s friends don’t know he even has a brother.  He estimates that he only 
vents to three friends about Gary, since most of his comments about Gary would be complaints 
about his responsibilities, and “complaining just takes time. I don’t have time to feel bad. I’d 
rather be doing something fun.”  Like Naomi, Sabrina’s relationship with her brother is more 
positive than Robert’s with Gary, so she has been as open about Eric with her friends as Naomi 
has been with hers.  Growing up, all of Sabrina’s friends knew her brother and were very 
accepting.  She cannot recall one time she felt embarrassed about him in front of them. 
The Sibling Supper Club members are less eager to have friends over or discuss their siblings 
with them.  Hope says that she doesn’t even try to confide in her friends anymore because “they 
don’t listen to me and don’t really care.”  She has felt embarrassed before when David has 
scripted curse words in front of her friends, since she fears her friends wouldn’t listen to her if 
she tried to explain this behavior.  She attempts to think of how they have interacted with David 
and then realizes “they’ve never talked to my brother.  Like they’ve  never  talked to him.”  She 
and Jason think that this lack of experience with the disability population is why “a bunch of 
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people in [their] class use the R-word” (retarded.)  They have confronted both bullies who have 
used this term against others and friends who have used it casually, but Tim worries his fellow 
his classmates would deem him “a dork” or goody-two-shoes if he policed their language.  Hope 
and Jason agree with him that in middle school, it is not cool to give the impression that you care 
too much. 
The flip side of apathy can also be a barrier. The sibs demonstrate different patterns of 
building friendships, but one consistency among almost all of the subjects is what they avoid: 
suffocating sympathy. Sabrina’s voice deepens in a mocking tone as she expresses irritation with 
people who “are overly sympathetic, like when they put on a sad face and go, ‘Oh, how’s your 
bruh-thur?’ He’s fine,” she laughs, “you can just ask in a normal voice!”   At the Sibling Supper 
Club meeting, Jason sighs, “I feel like [my friends] wouldn’t understand. They would just be 
like, ‘Yeah it’s like that at my house.’ But you  don’t  understand.  You don’t have anything like 
that at your house.”  He continues that “ nobody  ever talks about the sibling.  They don’t know 
what it’s like to live with someone with a disability, but they always act like they do.” It bothers 
him when friends who don’t know David well “act like they know  all  about it.”    Though she’s 
nearly a decade older and her brother has different needs, Estelle concurs, “People don’t 
understand, or they try to relate on completely unrelated grounds.  It really just [serves] to 
minimize any topic that you’re raising.”  
One time, Estelle was telling a friend about how proud she was of Leon for reading  Green 
Eggs and Ham  cover to cover.  He had been working on it all summer, and he was so excited 
when he achieved his goal.  The friend responded, “I went to a summer camp with someone in a 
wheelchair once. I was just amazed at everything he could do,” as if that anecdote was in any 
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way comparable.  “It’s not about you though,” Estelle thought, “and it’s not even about me!” 
Understanding and appreciating Leon is a friendship requirement for Estelle, as well as for many 
of the other sibs: 
“If somebody is not going to understand...Leon is so incredible, and he already deals with 
enough.  For somebody to minimize his efforts or undermine his capabilities and all of the things 
that he is so  incredibly  able to do--that person doesn’t deserve that access [to him.] You know? 
You don’t deserve that window then.  I typically stay more private about my relationship with my 
brother because I don’t want to be somebody who tokenizes his experiences and treats my 
incredible, incredible  brother as someone for conversation starting. That’s not appropriate. But 
also because for the people that don’t get it, it’s going to hurt my feelings--like, ‘You don’t know 
him and you don’t even really know me. Frankly, you should never say that again.’ I have a 
reprimanding conversation with them, and then I don’t really talk to those people anymore.  It just 
remains much sweeter if I can selfishly keep my brother to myself.” 
 
Partners  
Not every sib discusses romantic relationships, but of those that do, Estelle, Brennan, and 
Sabrina explicitly say that it is absolutely necessary for their partner to have a solid relationship 
with their brothers.  For anyone in Sabrina’s life, she understands if they don’t quite know how to 
interact with Eric.  If they mistreat him, though, “ooh, that is unacceptable.” Luckily, most of 
Sabrina’s friends and romantic partners have been good with and to him. “You don’t have to 
know how to to connect with him, ’cause  I don’t even know half the time,” she laughs, then 
becomes serious. “But are you nice to him?  Do you try?  Do you make an effort? That really 
goes a long way.”  Trying is the minimum; hopefully the results of that effort would be positive, 
especially from a committed romantic partner.  
I have witnessed sibs of the SibNet Facebook writing of their divorces from spouses who 
could not maintain a relationship with the siblings, or who were unwilling to assist the sibs with 
long-term care. Before marrying her husband, Sabrina ensured he was committed to Eric as well 
as to her.  She told him, “If we’re going to be together, this is going to be part of our life.  Are 
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you OK with that? Are you prepared?” Sabrina’s parents have, fortunately, planned Eric’s future 
thoroughly and taken care of the logistics, residential and financial.  The future is less daunting to 
Sabrina and her husband than it could be, since they will have fewer instrumental responsibilities 
towards Eric.  Even so, they “live our life now knowing that one day they may have to move to 
New England to be there for my brother.”  She explains, “This is the only period in my life I’m 
not responsible for someone besides myself,” so this is her opportunity to travel with her husband 
and live as carefree as possible together--an outlook that has brought them closer. She paints her 
etched out future not as an inevitable sentencing but as an opportunity for her to experience 
adventure with her partner in the present, before “the time comes” that she takes the baton as 
primary caregiver for Eric. 
She says that most people figure that “you have your wild times and then settle down and 
have a family,” but she and her husband have elected not to have children, which is a trend she 
has noticed in the SibNet group.  Eric’s needs have made her realize that a child may require 
constant care for all of their life, beyond hers and her husband’s.  In addition to this risk, she also 
knows that she already has a responsibility:  “My whole life, I’ve known it’s ultimately on me to 
make sure [my brother] is OK.  I’ve gotta be able to take care of him some day.  That’s enough 
for me.  I don’t know if I could handle children.” 
Estelle is very happily engaged, she has told me she has needed try to suppress her “baby 
fever.”  She and her fiance are not intimidated by the future, which she envisions as Leon playing 
with her children as a permanent resident of their home.  She admires (and requires) that her 
fiance “treats Leon as a peer,” ensures his safety, and will welcome Leon one day to live with 
them with the time comes. She becomes sentimental as she recounts the time Leon first greeted 
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her boyfriend by throwing his hands in the air and cheering, “Hello, awesome!”  She knew then 
that they would click; it was a perfect fit.  Her ex-boyfriend didn’t “get it” with Leon, not out of 
disrespect but because he simply “didn’t know what to do.” Like Sabrina, Estelle says that “there 
actually isn’t anything you have to do” as long as you try and are open to learning.  She and I 
bond as I tell her a story of Chris, a previous partner of mine, meeting my brother for the first 
time.  He extended his hand and introduced himself formally, trying to treat my brother age 
appropriately.  I laughed and said, “Oh you don’t have to do that.  What he loves are silly voices 
and Sesame Street, so maybe you could try that!” Chris was initially uncomfortable at that 
suggestion, but over the years, he “got it” and developed his own way of interacting with my 
brother and making him smile.  Estelle responds: “And that is so important! You need them to 
have a good relationship, but also it’s so endearing when you can see different parts of your life 
coming together, loving and respecting each other.”  
Robert, however, does not want those parts of his life to come together.  He has a long-term 
girlfriend from Lithuania who will be moving here soon to live with him.  He does not expect her 
to be involved in Gary’s care in any way, because “why would she want to do that?”  He does not 
want to put someone else’s responsibilities onto her, as he feels his mother has done to him. 
Instead, he hopes they can build a future together on the other side of the country in Seattle.  That 
vague ideal, though, is all he says of the future.  He is reluctant to worry about or make concrete 
plans for down the line since it is so uncertain, given Gary’s suicidal tendencies.  He recalls once 
going to Gary’s house after he uncharacteristically did not answer Robert’s many phone calls.  It 
dawned on Robert that Gary may have actually died by suicide.  He called his girlfriend, who 
from across the globe calmly instructed him to call the police.  It turned out that Gary had just 
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been taking a long shower, but Robert still appreciated his girlfriend’s support and 
level-headedness--in that situation and throughout their relationship.  He describes her as net 
negative in terms of stress in his life, in a sea of other net-positive factors.  His exes had been 
net-positive.  He believes they were drawn to his rational demeanor because “unstable girls seem 
like that.”  After years of them disproportionately relying on him, he says he finally is able to 
lean on someone--when he needs to.  He and his girlfriend are both independent and able to 
handle their own emotions well, so they do not often require extensive support from each other. 
Brennan too has gravitated more recently to stability. In high school, she “always had a 
boyfriend,” and her partners tended to be “artistic drug addicts with depression,” as that was her 
general friend group at that point.  Not only did she bond over strife with these exes, but she 
speculates that she also sought partners she could care for since her upbringing had woven 
caregiving into her nature.  Her preferences have done a 180 over the years.  While she used to 
crave common ground, she now wants to be with someone who can provide security--for her and 
for Jack.  “I shouldn’t be holding back,” she says. “My whole job isn’t building other people up.” 
She is currently dating someone who “can help support me through challenges instead of being 
another challenge.”  When the turbulence in her relationships first started to settle, she entered a 
new phase of dating people she knew were not “the one.”  She does not regret this period or see 
it as a waste of time, but rather she values how she was living “completely in the moment,” 
which is reminiscent of Sabrina and her husband wanting to travel before settling down to care 
for Eric.  
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Every sib has their own (love) story, but there is remarkable overlap in the ways many view 
themselves in relation to others.  Regarding parent relationships, I identify three patterns.  The 
sibs who take on a more explicit caregiving role from a young age--especially one that entails 
instrumental responsibilities and less parental support--experience the most strain in their 
relationships with their parents.  In contrast, parents who minimize the degree of parentification 
by both parents being involved in the SWA’s care and by assuring the sib that their SWA is not 
their responsibility are more likely to maintain positive relationships with their children.  The 
third pattern is somewhere in between, describing a situation in which one parent is heavily 
involved in the SWA’s care.  This parental support can protect the parent-sib relationship, since 
the sib does not have to take on two parents’ worth of responsibilities.  However, because the sib 
makes up for one parent’s absence by fulfilling a co-parent role, they still undergo too much 
parentification.  There is less resentment of the parents in this scenario than in the first pattern, 
but dividing the responsibilities as equally as possible within the family could certainly improve 
this complicated parent-sib relationship.  The less a sib must parent a parent, the stronger their 
relationship. 
Many of these sibs’ caring natures carry over into their friendships and romantic 
relationships.  Some recall connecting with people who “are also going through something” 
because they bond over challenges.  The sibs are also compelled to take on a the familiar 
caregiver role even with others outside the family.  Because the sibs take on more responsibilities 
at home, some do not relate to members of their age group who “only have school on their plate.” 
All members of the Sibling Supper Club--who are currently in middle school--and some adults 
have reported feeling isolated from their peers at school, due to the different levels of maturity 
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and their belief that their peers would not understand their situation.  For some sibs, being able to 
talk about their SWA is a requirement for friendship, while others generally avoid discussing 
their SWA with peers entirely.  For the sibs who have had more parental support, it is a 
requirement for their romantic partner to have a good relationship with their SWA and be willing 
to share caregiving responsibilities in the future.  
These patterns in building relationships point not only to shared special circumstances 
yielding similar preferences, but perhaps also to unique yet intertwined identities.  
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Chapter 4 
Ripple: Siblinghood & the Self 
 
“…It’s that extra bit of benevolence you have, knowing that some people need help and aren’t able to do 
things on their own.  You are there to help.” 
-Connor 
 
Connor describes the kindness embedded not only in himself but in sibs as a community, 
using the collective “you” to address members of this unique group.  Though he does not know 
them personally, he already has an intimate knowledge of many members’ values, morals, and 
preferences. I originally intended to compare the needs of individuals with similar types of 
experiences.  Instead, this project has revealed how such a special form of siblinghood can lead 
to the development of similar types of  people . I do not mean to claim that every sib’s story or 
personality is the same, but to illuminate the patterns and paths that many of us do follow.  While 
each sib’s journey has its own twists and turns, sibs may be wandering under the guidance of a 
shared map.  
When the interview process began in November, I vividly remember putting the phone down 
after my first interview with an adult subject: Brennan.  Her responses pointed the research 
towards an originally unexpected direction--from an analysis of needs to an exploration of 
identity.  I immediately wrote a reflection in my journal:  
“I just interviewed someone from the SibNet site who was originally a stranger to me.  She is 
older--in her thirties--and from a different area of the country, but it was remarkable how many 
similarities we shared.  I expected some, but this was eerie.  It was to the point where I could even 
predict her answers to questions, and I am not exaggerating. For example, I found from her 
responses that she and I harbor the same views of the college experience (specifically on 
belonging,) we have gravitated towards the same types of people when seeking friends, and we 
even have extremely similar dating histories.  Honestly, we didn't even really talk much about her 
sibling directly.  Instead, we discussed how she thought that her  being a sibling has impacted her 
decisions, preferences, personality traits, and life course. 
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This phone call reminded me of when I talked to my friend [Estelle] last year, who also has a 
brother with autism and significant needs.  It really seems to me now that there is kind of an 
archetype of sibs who grow up with a sibling with a more profound manifestation of a disability. 
Beyond just correlating personality type to an ASD sibling’s degree of need, though, I want to--if 
this makes sense--analyze this sibling group as a community with shared cultural and individual 
values.  What's so unique about it and interesting to me is that all three of us share remarkably 
similar views, preferences, and morals, and yet we grew up on other sides of the country.  It is 
like our situation and adaptation to it tie us together in the way that geography normally binds 
tight-knit communities.  I know, though, that I have the tendency to connect too many dots or see 
parallels that might not actually be there.  Even so, these trends are valuable to examine.” 
 
As both an academic and a sib who is personally invested in the implications of this research, 
I am cautious of being overzealous and falling into the trap of confirmation bias out of 
excitement about others “getting it.”  I began to hypothesize that there may be an archetype of 
sibs whose caregiving tendencies become ingrained into their larger identities, and then 
conducted the rest of the interviews with this question in mind.  Just as I cannot fully divorce 
myself from this work, though, I posit there is a type of sib that does not detach their siblinghood 
from other facets of their identity. Their “ being  a sibling” bleeds into areas of their lives outside 
of the family.  It weaves its way into various versions of the self, influencing their identities as 
students, partners, members of the workforce, etc.   The other sib type compartmentalizes their 
sibling experiences, at least in the way they dictate their conception of themselves to an outsider. 
It is uncertain which variables determine this distinction, but I suspect gender and the presence or 
absence of parental support are the most likely contenders.  In this concluding chapter, I analyze 
these two types of sibs in my sample through the lenses of empathy, maturity, and ambition, and 
gender. 
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Empathy  
As I was driving to a coffee shop on the way to write a chapter, I tuned into the radio and 
heard an episode “This American Life” that coincidentally covered autism (Glass 2019). It 
followed the family--but mostly the parents--of Ben, a 12-year-old boy who was minimally 
verbal and required round the clock support.  It was not until very end that the episode introduced 
Ben’s twin brother, Jake.  He joined the show to comment on the parents’ painful decision to 
place Ben in an institution.  The stories leading up to this point were of tantrums, regression, 
failed interventions, and heartache.  The father had wanted to rehome Ben years before, but the 
mother had always been reluctant until now, when she began to believe that  “best thing...isn't for 
him to have the nurturing of his mother 24/7 [anymore.]”  The father said that they still needed 
approval from Jake, who told the show’s producer: 
“Well, the first time I heard [my parents] mention [rehoming], I was-- I thought it was just so they 
could have more time on their hands, and I was pretty angry about that. And I told them, like, 
‘Stop trying to convince yourself that this is for Ben.’” 
 
He questioned his parents’ motives and whether they were trying to alleviate their own stress by 
rejecting the twin he loved dearly.  When asked what finally changed Jake’s mind, he responded 
that there was one night that was “extreme,” with Ben “banging and hitting and screaming and 
sobbing and more sobbing.”  Jake realized then that Ben was “certainly not happy. If he's 
throwing tantrums like that, he's not happy here--not happy enough.”  
Upon hearing his son’s reaction, the father was touched by Jake’s empathy “because after all 
he'd been through, all the plans canceled and events ruined, [he’d] still empathize with Ben, who 
could be so hard to empathize with.” Perhaps empathizing with Ben came more naturally to Jake 
than to his parents because, according to the father, “he had never known a life without autism.” 
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While Ben’s parents had decades to develop their identities before Ben entered their lives, 
Jake--especially as a twin--had always been close by Ben’s side, learning from him and inviting 
Ben to become part of him even if he didn’t know it.  As Sabrina says, “[Being a sibling] 
definitely shapes who you are...You know that you are always somehow responsible or linked to 
your sibling.”  
Like Jake, many of the sibs in my sample exhibit exceptional levels of empathy.  Estelle, 
Brennan, Connor acquired this virtue and skill early, as evident in kindergartner Estelle snapping 
herself out of being embarrassed about Leon’s public outburst, learning then that he had needs 
she was fortunate to already have met for herself.  David’s sibs’ responses at the Sibling Supper 
Club have evolved dramatically over the last two years, shifting to a positive narrative as Jason 
has started to demonstrate conscious effort of empathizing with David.  I initially wondered if the 
Estelle, Brennan, and Connor took on the emotional responsibility of empathy for their siblings 
earlier in their lives because of their siblings’ needs.  Brennan is beyond proud of the progress 
Jack has made since childhood, but growing up, he had Level 3 needs like Leon and my own 
brother.  Perhaps these characteristics and needs (e.g. being minimally verbal, requiring help with 
toileting) more strongly signified to the sibs that their siblings were in fact different.  
It was easier for Jason to harbor some resentment since David was not only verbal but would 
too often say mean things to Jason and Hope from when they were little. Being verbal made 
David’s disability less obvious, allowing his hurtful comments to sting as much as they would 
coming from anyone else.  As mentioned in Chapter 2, Jason tended to view David as a typical 
older brother, which may have minimized in Jason’s mind the extent of David’s disability.  He 
has since gained an understanding of David’s differences and needs, which he says have also 
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made him more attuned to the vulnerabilities of other members of the developmental disability 
community.  He and Hope have both stood up against bullies at school for classmates who have 
disabilities or difficulties in the school environment.  Jason also tells everyone that a recent trip 
to visit cousins helped open his eyes to the struggles a person in David’s situation may have.  His 
cousin has an unspecified developmental disability, but Jason noticed that the family was far 
from supportive.  The other siblings were unkind to him, and the parents’ idea of discipline 
bordered on abuse, such as locking the boy in a closet.  Jason reached out to his little cousin; they 
talked and played together for the duration of the trip.  As Jason was leaving, the boy told him, 
“You are my best friend.”  Grateful to have made his cousin happy and to have found a new 
friend, Jason realized then that David is lucky to have the support that he does, even if that means 
their parents allocating a bit more of their time to David than to him. Jason’s recent empathetic 
epiphany correlates with his realization that David will always need more care than he does.  
Connor recognized that his sister needed more care than he did from a young age. He 
believes that “he wouldn’t have the range of empathy I do if it weren’t for [her.]”  Naomi, in 
contrast, did not notice until later in her childhood that Samuel was different since he has Level 1 
needs that fall mostly under socialization.  She tells me she does not consider herself to be a 
particularly empathetic person, but her responses say otherwise.  Interestingly, she learned her 
empathy not necessarily through caregiving for Samuel, as a few other sibs may have, but by 
following his example.  She says, “I strive to be as loving as him.  His empathy is beyond bounds 
that I could ever imagine.”  
While some sibs don’t name it explicitly, they still demonstrate a hyper-developed acquisition 
of empathy.  Along with Hope’s patience with David and Jason’s efforts to learn more about 
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autism, Tim tells the group at Sibling Supper Club that he feels adapting to Lucy’s needs, 
especially in conversation, has always been intuitive for him.  He recalls understanding how to 
talk with her about her restricted interests at age 5.  Also from a young age, Sabrina was able to 
“find different ways of playing” and interacting with Eric that were compatible with his 
strengths.  Rather than his scripting behavior being bothersome to her, she viewed his ability to 
memorize and recite long passages as a superpower, inspiring her to write skits to teach Eric.  He 
even remembers some of them today. 
I classified this early empathy in Chapter 2 as emotional responsibility, since these sibs 
learned how to recognize the thoughts, feelings, and needs of others before many of their peers 
did.  However, some sibs may be reluctant to describe their adaptation to their siblings’ needs as 
a responsibility, given the possible negative connotation.  “Responsibility” can refer to a 
burdensome duty or a moral obligation--sometimes both at once.  Connor subscribes to the 
“moral obligation” definition.  He believes that the responsibility he takes for his sister “should 
not be frowned upon but held in high regard,” a sentiment that resonates with sibs in my sample 
and all over the world.  Instead of viewing their empathy as an emotionally taxing task they took 
on as children out of necessity--to maintain harmony within the home--sibs like Estelle might 
argue that empathy is vital in all relationships, and that sibs are fortunate to develop an 
accelerated conception of it. She carries the empathy and patience she has learned from Leon into 
other relationships and across her identities, as a sister, partner, and advocate: 
“I think the best way to appreciate somebody is to appreciate [the] in between spots too. There’s 
so much more that happens in between [big milestones,] and those things have to count. I think 
that can give so much confidence to anybody, but particularly in my relationship with [my 
brother.]  He’s trying really hard, and maybe his best today looks like X.  Maybe that’s a little 
more limited than it was yesterday, and maybe the following day he’s going to be miles ahead. 
Being able to appreciate someone for what their best looks like that day--even if it’s not 
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everything that you’re hoping for or working towards--that has to count: for their own 
empowerment, for yourself, for hope.” 
 
 
Maturity  
As Estelle has implied, empathy is a strength.  Unmoderated, though, it can lead sibs to 
amplify others’ needs above their own.   Understanding and meeting a loved one’s needs as a 
child undoubtedly teaches compassion, but fulfilling this role without enough external support 
can redirect a sib too far from exploring their own feelings, desires, and personhood.  Many other 
children do not have to share their emotional energy, so they are able to focus on themselves and 
their development--not in a selfish way, but in the sense that they do not have a dependent. 
While it is a honor to “be a good sister/brother,” it is equally important for outsiders to reassure a 
sib that they are also good pianist, writer, soccer player, etc. to help them build those other facets 
of their identity.  Brennan observes:  
“We’re doing things a little bit out of order. In terms of psychological development, first you 
create your understanding of the world and create your identity, and then eventually you give 
back to the community.  I think what happens with me and probably other siblings is we’re giving 
back first, which is the thing people are supposed to do when they have kids and afterwards. 
[This] kind of makes us more mature in some ways, but then we haven’t developed some of [our] 
identity, [so also] a little bit behind our peers in other ways.” 
 
Narratives of young caregiving or growing up in atypical families tends to exclude the other 
of side “giving back” young: the maturity paradox.  When it addresses young caregiving at all, 
public discourse portrays these children as mature beyond their years, holding their 
“selflessness” in high esteem.  This outlook is certainly not wrong, but also does not paint the 
whole picture.   All subjects directly or indirectly express that they had felt more mature than 
their classmates, which in some cases eroded their sense of belonging at school, even in higher 
education.  At Brennan’s school, for instance, classmates’ jaws dropped when she would casually 
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tell them about her homelife.  They could not fathom that she was her own babysitter, she cooked 
dinner by herself, and that she handled her brother’s challenging behaviors.  Emotional and 
instrumental parentification, in her case, set her apart from potential friends and led her to craft 
an alternate persona at school.  Going to school was like stepping into a new pair of shoes; she 
became “happy go lucky” and acted like “all was well, but was really not feeling OK.”  People 
looked at her “like [she] had three heads,” and she knew what she could and could not say at 
school. 
Beyond maturity possibly isolating sibs from their peers, it may also lead them to seek older 
friends, such as when Sabrina connected with her babysitter growing up, drawn to her maturity. 
Kids who assume responsibilities--especially to the point of emotional and/or instrumental 
parentification--grow into competent, self-reliant adults, but many present as “grown up” while 
still children.  The key word is  present .  I remember my parents’ friends telling me over and over 
as a kid that I was an old soul for the way I cared for my brother.  Although these comments were 
well-intentioned and I did appreciate them, internalizing this “old soul” narrative can neglect the 
duality of over- and under-development that Brennan explains above. A parentified child may 
see themselves as “more mature,” but they might not yet have the crucial self-awareness to 
understand the parts of themselves that are at or even behind their age level.  This 
naivete--coupled with the desire to find belonging among an older cohort--could put them at risk 
of entering into friendships with unsafe people, even predators.  Furthermore, growing up in an 
environment that normalizes abnormal behaviors can dull alarm bells, cloud their judgment, or 
raise their tolerance for inappropriate actions.  
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One participant (who wishes to remain completely anonymous) recounts that as a teenager, 
she entered into a relationship with an older man who held a position of power over her.  Patnaik 
et al. (2015) found that like this participant, emotionally parentified adolescent girls became 
involved in early romantic relationships.  At the time, this participant justified it to herself on the 
grounds that she was “mature for her age,” a narrative that outsiders had always validated.  As an 
adult, however, she realized how manipulative the man was, and how she had been unable to 
recognize the red flags due simply to lack of life experience.  She says that her mother was 
horrified when she found out years after the fact. She apologized to her daughter for not 
protecting her, later telling her: 
“I had no idea anything was wrong because you were so grown up.  Everyone had always said, 
‘[NAME] is so mature, [NAME] is so mature.’  I truly didn’t know you had been naïve since you 
seemed so adult.  Also, with everything that was happening with your brother, I don’t think I let 
myself accept that anything could be wrong with you or in your life.”  
 
For parentified children, it is as though their situations nurture their inner adults; by the time 
they actually grow up, there is an inner child with some needs that remain unmet.  It is vital 
while a sib is still a child to address the dual, complicated nature of their maturity, 
acknowledging the reasons why they may gravitate towards older individuals and providing them 
healthy outlets and influences, like Sabrina’s babysitter.  Interventionists and support programs 
could also help these children establish boundaries.  If these kids have assumed a parent-like 
role, then their conception of boundaries may be blurred, especially if their responsibilities have 
included supporting a parent emotionally as well.  Brennan’s mother in the previous chapter, for 
example, often leaned on her.  It has taken her time to develop an understanding of her own 
emotional needs and attributes outside of being a caregiver.  She felt pressure to be the “easy 
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child who would just help.”  Her parents were already struggling to care for her brother, and she 
did not want to add on, which may be why she did not vocalize her needs during childhood.  
 
Ambition 
Connor also experienced pressure to be the “easy” or “perfect” child, saying:  
 
“I feel there’s a shit-load more pressure that I feel I put on myself.  I don’t think my family feels 
that or puts that on me at all.  But between me and my sister, only one of us is going to be able to 
go to college.  It’s like, ‘You’re the only investment that can go out and do something,’ which is 
of course not to say that my sister isn’t a gift.  But when it comes to the conventional kids 
growing up, getting jobs, paying back tuition, support the family--that’s all on me. I’m the only 
one that  can  do that.  You have to succeed because you’re the only one who can.  I think that’s 
added a lot of pressure onto me as far as what failure means.  I feel it impacts me so much more 
ever knowing I didn’t do the best I could do.”  
 
He says later that he thinks, “You’ve got to get your life together to keep  her life together.”  He 
reiterates that his parents have assured him they do not have such expectations of him and they 
just want him to be happy, but he continues that his drive to succeed may be born out of guilt: 
“Why did it have to be my sister?”  Estelle echoes this guilt, asking “Why isn’t it me? Why 
him?”  Sabrina wonders whether her willingness to be heavily involved in her brother’s care in 
the future is to “alleviate some of my guilt.”  
The sibs seem to have converted this self-imposed pressure, however, into fierce ambition. 
Subjects in Dial (2014) study on outcomes of parentification reported that “compared to their 
peers they were wiser, more mature, more motivated. Two participants related their 
parentification as being responsible for an overwhelmingly successful career” (56).  Each adult 
sib in my sample has also excelled in a career or passion.  Connor is a brilliant photographer who 
believes that “part of my motivation is knowing that my sister has trouble with communication.” 
Being her interpreter and picking up on her nonverbal cues have afforded him the valuable skill 
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of communication across various media.   Sabrina, Brennan, Naomi, and Estelle have all followed 
or career paths they believe stem from the empathy and nurturance they learned as children. 
Sabrina works in policy, sometimes assisting families in obtaining disability services; Brennan is 
a physical therapist for individuals with autism; and Estelle is earning her law degree to serve as 
an immigrant rights activist, which she emphasizes is--like caring for Leon and people in 
general--“an obligation, not a choice.”  
Naomi is still in college, but she intends to pursue a career in drama or music therapy.  She 
herself has discovered “a tool of escape through art,” calling it her therapy.  Her brother and best 
friend, Samuel, has found the same solace in the arts.  “He loves, loves music,” Naomi tells me. 
When he is listening to or playing music, “he’s most focused and clear-headed and completely 
himself.”  He also uses music as a self-calming technique when he is overwhelmed.  Motivated 
by her brother, Naomi wants to explore this connection between the brain and music to “help 
other people on the spectrum [who] don’t quite know yet how to get there.”  She continues that if 
“I can help in any way, I would love to do that for [them] in any way, shape, or form.”  
All four of these sisters have pursued careers that entail some form of caregiving, two of 
them even working within the autism community.  When I ask Brennan if she ever worries that 
too much of her life is devoted to disability, she assures me that “you can always pivot” and use 
your skills elsewhere, as Estelle is doing.  Though she is not working directly in disability, she 
strongly believes that Leon taught her “to want to make a difference [as well as] how to be a 
more effective advocate.”  She adds that “there are so many ways to frame your experience” and 
that a sib can apply their empathy to help other vulnerable populations as well.  To all of these 
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women, it is as though jobs detached from caregiving were never so much as a blip on their 
radars.  
For Robert, though, a career in caregiving is not an option.  He is going to work in software 
in order to challenge and prove himself--as an individual.  He plans to move with his girlfriend to 
a tech area out West where he can further his career and break away from his parentification. 
While caregiving was conditional in the sisters’ relationships, Robert wants to share a life with 
his girlfriend, not his brother, and become their own unit where they thrive as individuals. 
Mark’s chosen career of nursing is in a nurturing field, but he says he does not think that his 
relationship with Lilly influenced his decision; rather, he asserts that his involvement in her life 
stems from the same tendency that drove him to become a nurse.  Robert similarly says that he 
believes his diligent caregiving for Gary is a product of same ambition that motivates him to 
succeed in all areas of his life (school, jobs, sports, and hobbies,) not that his responsibilities 
towards Gary have affected his drive.  
 
Gender  
In choosing professions that are detached from caregiving and/or by not attributing influence 
to their sibling, Robert and Mark exemplify striving for a distinctly American value: autonomy. 
This ideology encourages Americans, especially men, to forge their own paths to personhood that 
cross with others as little as possible.  Caregiving, then, challenges their manhood, as it derails 
their autonomy and is traditionally a “woman’s job.”  The same gendered expectations of 
nurturance that deter men are the ones that the sisters have been more than happy to fulfill. 
Anthropologist Faye Ginsburg describes “the contradictory qualities of nurturance in American 
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culture: as a source of female power, a counter discourse to capitalist values, as well as a factor in 
women's subordination” (Ginsburg 1989, 210).  By “accepting the gendered nature of family 
care” (McGraw & Walker 2007, 474) these sisters take responsibility for their siblings and for 
fighting discourses that demoralize people with I/DD.  However, family researchers McGraw and 
Walker might caution that these sisters are also trapped in a system of gendered care that expects 
them to care for their siblings but not fathers or brothers.  
All sisters will care for their brothers “when the time comes.”  Until then, Estelle has moved 
states away for her law degree.  She has felt guilt about the move, as the other sisters have, but 
says that it has ultimately been a wonderful step in “becoming my own person.”  Naomi is a state 
over at school but plans to move back home after graduation, and Sabrina and Brennan both 
currently live about an hour from their families “just in case.”  Brennan hopes she can become 
successful to the point where she can move away and explore her own identity while still having 
the funds to fly back if she needs to, or to move her brother to her.  Although outsiders may deem 
the sisters’ decisions to provide care to their brothers for their whole lives as evidence of “their 
subordination,” these women have built their identities around their brothers, not their “burdens.” 
Michelle Parsons’s ethnography  Dying Unneeded  describes Russian men whose waning social 
connections and lack of dependents have contributed to their premature death (Parsons 2014). 
Parsons might posit that these sisters in my ethnography will never face such a fate, as they 
celebrate being needed and channel it into facets of their personhood that they themselves value 
most: their empathy and resilience.  
My initial goal in this research was to highlight sibs’ unique needs and concerns, but perhaps 
what these sisters need most is to be needed--and they already have it. Moreover, their level of 
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confidence in caring for their siblings seems to overshadow their concerns.  The value for 
themselves that they glean from their sibling relationships is reminiscent of collectivist societies. 
As referenced in the literature review, Korean autism researchers aim to refute the  “literature on 
the siblings of disabled children [that] has been dominated by western psychosocial theories that 
focus on stresses associated with being a ‘young carer,’” instead highlighting the “Confucian 
familist cultural values in which sacrifice plays a central role in achieving honourable and 
harmonious family life” (Hwang et al. 2010, 437).  The brothers are not wrong, but rather 
conditioned, to seek independent identities, just as the sisters are not wrong or disempowered in 
carving their futures with caregiving.  Working to break the association with gender and 
nurturance in American can help minimize resentment brothers may feel towards their ASD 
siblings, and could strengthen their connections.   Relatively recent kinship patterns that consist, 
for instance, of a stay-at-home dad and the growing institution of paternity leave are evidence 
that a future in nurturance may not remain exclusively feminized for much longer.  
Connor is an example of this new future of caregiving, as he plans to care for Ana when his 
parents pass and he currently helps her in her day-to-day life. Importantly, though, he does have 
the loving support of both of his parents.  The status quo of gender in America may have, in part, 
pushed Mark and Robert towards autonomy instead of a collectivist or overtly nurturing mindset. 
However, of all of the sibs, their parents were least involved, which hurdled them into nurturing 
roles before they were ready.  They were mature enough to handle the instrumental tasks from a 
young age, but given the maturity paradox, I question whether they had developed enough 
emotionally to process the situations their parents had put in their laps. Resentment towards 
absent parents could translate to resentment towards responsibilities and reluctance to expend 
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any more emotional energy. Had their parents acknowledged their contributions and 
demonstrated efforts to alleviate their responsibilities, perhaps Mark and Robert would have 
invited their siblings more into their identities.  
 
This chapter has focused largely on the adult subjects who are farther along than the children 
in the process of identity development.  Not only are they older, but they also have had the 
opportunity to explore different facets of their identities given their extensive experiences: life 
outside the childhood home, serious relationships, and careers.  I originally hypothesized that 
there is an archetype of sibs with heightened empathy, whose maturity may isolate them from 
their peers, and who pursues a career in a caregiving field.  For this type of sib, siblinghood 
becomes an integral, inalienable part of their personality.  Such subjects often attribute their 
empathy and career paths to their siblinghood, saying that they would not be as empathetic as 
they are or as interested in their career without their SWA.  
Although most sibs--the sisters and Connor--do follow these patterns to varying degrees, 
Mark and Robert are outliers.  Like the former group, they both undoubtedly demonstrate 
maturity, but neither explicitly expresses that it has affected their sense of belonging among 
peers.  Regarding empathy, Robert’s discourse about Gary reads as more practical and detached 
than empathetic.  Mark has developed a better understanding of Lilly’s autism, but he says his 
first instinct was not necessarily to give his sister the benefit of the doubt, since he used to 
attribute her behavior to being spoiled instead of being on the spectrum.  
While both sib types are ambitious, Robert and Mark do not cite their siblinghood as factor in 
their motivation to succeed professionally.  Rather, these brothers believe that the traits that 
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dictate their drive are same ones that give them the organizational skills to handle instrumental 
responsibilities or that compel them to take on tasks for their SWA.  This strive for autonomy 
may be born out of the gendered expectations for men in America to be independent and women 
to nurture, but these sibs are also the ones with the least parental support.   The other adult 
brother, Connor, has parents who parents both play strong roles in caring for Ana.  Similarly, the 
episode of “This American Life” about a family and autism (introduced in the  Empathy  section,) 
indicates that though the TD brother Jake experienced stress at home, his parents worked 
tirelessly to support his SWA.  At the end of the episode, the host updates the audience that Jake 
has become a therapist at mental health center.  It is impossible to definitively determine whether 
Jake’s SWA inspired him towards this career, but the episode’s details of his close relationship 
with his twin SWA render this is a plausible conclusion.  He and Connor are brothers that appear 
to belong to the first type of sib, which would refute a purely gendered explanation for Robert 
and Mark fitting the sib type that compartmentalizes their siblinghood.  
There are a myriad of other factors possibly at play here--such as the age gaps between 
siblings and the SWA’s different levels of need--but parental involvement remains key 
component shaping sibs’ outcomes, personality traits, and overall identities.  
 
 
 
 
 
 
 
 
 
 
 
4/8/2019 FREAKIN THESIS - Google Docs
https://docs.google.com/document/d/13rVnuUlOUkgjdLJsavLmda38Zr3Vu_l8TIqcK8YxTJI/edit 89/102
88 
Conclusion 
“Jason!” David yells in a coffee shop.  I am ordering a drink while he and Jason are sit at a 
table.  I’ve instructed them to begin brainstorming ideas for a creative story that we will read 
over the air the next day as part of our radio show: the Sib Show.  I cringe as I hear David’s 
temper, fearing that Jason now won’t want to participate.  When the Sibling Supper Club started 
about two years ago, David’s unwarranted frustration towards Jason would have undoubtedly 
deterred him from continuing the interaction.  Part of me expects this exchange to evolve into a 
scene, with Jason storming out of the coffee shop and leaving David at the table not knowing 
what he had done wrong.  I rush over to them and am shocked at Jason’s reaction: pure calm. 
“Breathe, Dave, it’s OK.  Let’s breathe,” he whispers.  David breathes in and out, quickly 
returning to his lively mood.  We have a productive work session, crafting stories together and 
picking music.  The show itself is fabulous--full of high fives, songs about animals (our theme 
that week,) silly voices during the story, and brotherly bonding.  
In Chapter 3,  Relationships , Jason says that he doesn’t talk to his friends about his brother 
because he knows they wouldn’t understand.  During the radio show, however, he snaps a photo 
of himself with his brother and posts it to social media for all of his friends to see.  In the last 
year, he has demonstrated greater willingness to assume the emotional responsibility of 
overlooking David’s outbursts and empathizing with him.  This development has led not only to 
an improved relationship with David,  but also possibly to stronger friendships, since he seems 7
more open now to sharing that part of his life with them.  Furthermore, his narrative has shifted 
7 A few weeks after starting the radio program, David and I were walking out the door, and David went to 
give Jason a hug.  He put his head on Jason’s shoulder and sighed, “Ahh, you are my bestest brother.”  
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from one of hardship--the victim of an atypical household--to one of resilience.  He now proudly 
shares at the Sibling Supper Club how he fostered a friendship with his cousin who has a 
developmental disability, as well as how he defended a classmate against a bully using the 
R-word.  He and the Sibling Supper Club members are only beginning to build their identities, 
and their paths are unpredictable.  Even so, though, Jason’s recent actions and discourse are 
reminiscent of Estelle’s comment that siblinghood inspired her to be “a more effective advocate.” 
The change at the center of Jason’s relationship with David may have spread outward, reflecting 
an evolution in how Jason sees himself as a person.  
This thesis has explored the ripple effect of such a unique form of siblinghood.  Instead of 
restating the findings, I will frame them here in terms of how they can inform interventions and 
ways to best support sibs.  Chapter 2-- Responsibility (& Resentment?) --examined the epicenter: 
direct experiences with SWA and the responsibilities the sibs take on for them.  Because there are 
higher expectations for women in America to be nurturers, I originally expected the sisters to 
more readily care for their SWA and be less resentful of their situations compared to the sib 
brothers. This hypothesis was valid in the sense that most sisters did demonstrate enthusiasm in 
their caregiving and a close bond with their SWA--but some brothers did as well.   While the two 
participants with the weakest sibling relationships were in fact brothers, they were also the sibs 
who endured the most intense parentification.  
Their parents, due to negligence or absence, were not involved in the SWA’s care, creating a 
scenario that required the sibs to intervene.  Even though these sibs assumed instrumental and 
emotional responsibilities, they recounted them to me in a way that filtered out the emotional 
weight, as though converting them into purely instrumental responsibilities.  For instance, when 
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speaking of his suicidal brother going to the hospital, Robert only told me of how he got his 
brother a new phone during his hospital stay.  Because the other sibs’ parents were far more 
involved, these parents gave the sibs the opportunity to volunteer and provide supplemental 
support rather than the expectation to meet the SWA’s most basic needs or ensure their safety. 
Consequently, the sibs with parental support exhibited adaptive parentification; their parents 
acknowledged their contributions and worked to make sure they were not overtaxed.  The sibs 
who experienced the inverse, destructive parentification, were more likely to be resentful not 
only of their responsibilities, but of their parents. 
Chapter 3 on relationships began by analyzing the ramifications of parentification on the 
sib-parent relationship.  Parental support positively correlated with the relationship.  This finding 
may seem obvious or self-evident, but in a system that does not support PWA or their parents, 
improving the sib-parent relationship is not as simple as advising parents to become more 
involved.  Many parents are overwhelmed and rely on sibs’ help out of necessity, not out of 
convenience.  If a SWA needs 24/7 support but their family cannot secure services--given the 
tragedy of the Medicaid-based disability services in America--then a sib may  have  to provide 
care while the parents work.  Compounding the tension in Robert’s and Mark’s families, neither 
of their SWA’s had access to services.  Robert’s brother has been on a waiting list for over a 
decade.  Even when a SWA does receive services, they are too often inadequate.  Estelle was 
happy to stay home to help her family even during her college years and “wouldn’t have had it 
any other way,” but her willingness to assume those responsibilities does not excuse the service 
agency’s inability to provide Leon with steady coverage. 
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Because services are unreliable, it is necessary to give families other effective options for 
support.  An anthropological perspective could be extremely valuable in tackling this issues; it 
analyzes the larger systems and cultural values at play instead of microscopically limiting its 
focus to just the families in question, as the psychological approach does.  The previous chapter 
briefly contrasted the American value of autonomy and collectivist societies’ value of 
community, discussing these ideologies’ implications for sibs integrating their siblinghood 
into--or distancing it from--their identities.  However, this framework is also useful in kinship 
considerations.  Households in the United States tend to comprise the nuclear family.  This 
structure--coupled with the American emphasis on independence--can privitize the challenges of 
families with PWA and isolate them.  Collectivist models, on the other hand, bring in extended 
family members, friends, and other community members to care for a vulnerable person, 
embodying the “it takes a village to raise a child” mantra.  
Tine Gammeltoft’s 2014 ethnography on disability and sonograms,  Haunting Images , 
explains that families in collectivist Vietnam include extended family and community members 
in deciding how to proceed after doctors detect fetal abnormality.  It is a communal decision 
because the community, not just the singular family, would share responsibility in caring for the 
child.  While it would be ideal for families of PWA to receive support from extended family 
members by merging households, this kinship structure is not normalized in America.  The 
development of holistic social programs may be able to fill this gap by connecting different 
families of PWA and forming their own communities.  If multiple families of PWA lived in the 
same general area, like a neighborhood, they could widen their social circle of people who “get 
it” and support each other.  This program could also place trained, qualified individuals in the 
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home to assist with care, maybe as a social work position or even--if this is not too idealistic--on 
a volunteer basis in exchange for free rent.  This community’s foundations would be solidarity 
and belonging. 
Until such a program exists, though, it is vital to understand sibs’ sense of belonging in the 
current system.  Chapter 3,  Relationships , revealed that many subjects believed their heightened 
maturity--a result of their responsibilities at home--made it difficult to relate to peers at school, 
even in higher education.  Some said that they gravitated in friendships and romance to people 
who were also facing challenges, bonded by struggle.  School clubs for siblings of PWA and 
people with I/DD could introduce them to fellow sibs who would “get it” and validate their 
experiences. The Sibshops program exists outside of schools, but gatherings are not available in 
all areas, so schools are a venue that would be better equipped to reach more sibs and be easily 
accessible to them. If forming a school club is not possible, counselors in grade schools could 
become familiar with sibling resources in the area to recommend to sibs and their parents.  
From grade school through adolescence, the data has indicated that parents must grasp the 
maturity paradox in order to best support and protect sibs.  Many parents recognize sibs’ 
maturity, deeming them “old souls” for their accelerated empathy and assumption of 
responsibilities for their SWA.  However, this maturity may overshadow the parts of their 
personhood that are not yet developed, such their judgement and personal passions.  Parents 
should keep the sibs’ caregiving natures in mind when the sibs enter into friendships or romantic 
relationships, since the sibs might be drawn to people who need too much help from them and 
who take advantage of this virtue.  Moreover, the sibs’ youth could obscure red flags, possibly 
leading them into dangerous situations.  It is absolutely crucial for parents to establish boundaries 
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in the household and to teach sibs to establish their own boundaries.   Regarding a sib’s passions, 
if the resources are available, parents should encourage sibs to participate in an activity or 
hobby--if they are not already--that is completely separate from their siblinghood, in a space 
outside of the home.  Fostering their attributes that are unrelated to caregiving will help them 
develop a strong sense of self, so they do not view themselves only as their SWA’s brother/sister.  
For me personally, I have found aerial circus arts.  I love this mode of expression because of 
its creativity and athleticism.  Long-term, I intend to pursue a career in qualitative autism 
research, but more immediately after graduation, I would like to dedicate time to improving my 
aerial arts skills, ideally teaching at a studio.  This art is the part of me that is totally divorced 
from caregiving.  It is a facet of my identity I want to nourish as much as possible before further 
traversing the caregiving path, and then inevitably living permanently along that path “when the 
time comes.”  Although this future is a bit daunting, as Brennan has said, “you can always pivot” 
and apply caregiving and empathy skills to other fields.  Just as Estelle has described caring for 
Leon as a privilege, I am honored to support my brother and to follow in the footsteps of the 
adult sibs I have had the pleasure of interviewing. 
The most well-adjusted sibs have been those whose parents divided caregiving equally, 
validated their feelings, and explicitly told them that their sibling is not their responsibility.  Sibs 
are a remarkable group, though, that rises to the challenge and in many cases, inevitably takes the 
responsibility upon itself.  The Sibling Supper Club data has offered a window into processing 
this responsibility in real time; the adult sibs have proven that this responsibility can lead to 
unbridled success.  Equipped with empathy and wisdom, sibs are receptive, resourceful, and 
resilient.  They are their siblings’ keepers--and far, far more.  
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*       *        * 
“If you could give any advice to a sib in your position, at any point in their life, what would it be?”  
 
“It’s going to be hard, but if you work hard and really try to understand and create a relationship with your 
sibling, it gets better.” 
-Jason 
 
“I would tell them that being the best you is enough.” 
-Tim 
 
“This one’s stupid, but always bring your backpack?  Let’s say that I go over [to my brother’s] at 3, but it 
takes longer than I expect.  I might as well go to a coffee shop [in his town] and do work there. I guess 
just try to schedule stuff so that it makes sense.  I would try to make plans with friends [in his town] 
because it’s a lot more fun to drive out there if I’m thinking, ‘I’m going there to see So-and-So.” 
-Robert 
 
“I don’t know if I would have accepted it at that age, but be kind.  Again, I thought a lot of [my sister’s 
behavior] was coming from being spoiled because of my other younger sister [having been spoiled.] 
Because of that, I probably was more harsh with her than she deserved.  Looking back on it, it’s like, ‘No, 
there was something different.’” 
-Mark 
 
“When it comes to being a family member to someone with special needs, the difference between 
tolerating and loving is also the difference between growing up with a challenge and growing up with an 
ally.  As long as you can advocate [for them] and interpret what they’re saying, you’re kinda--morally 
obligated to continue that patience and understanding you have with that sibling.” 
-Connor  
 
“Really, really respect your emotions and don’t bottle them.  They are  absolutely  valid, and they are 
absolutely  are real. This is how humans react in these situations.  Find a space for yourself outside the 
house if you’re younger than 20 and you’re still ‘in it.’  So it’s not like, ‘I go to school where I don’t relate 
to people, and then I go home where I’m a caregiver.’ You need a third space or fourth space or 
somewhere you can just be a kid.” 
-Brennan 
 
“It’s OK to live your own life while you can.  Don’t feel bad for taking some time to figure yourself out.  I 
feel like as siblings, we put pressure on ourselves to have it all together, to have it all figured out.  But we 
still have to go through these confusing times too and figure our own stuff out.  We can’t always be the 
perfect sibling.  Sometimes you just need to get your own life together.” 
-Sabrina 
 
“Always try to have patience.  It’s a fleeting skill; it’s a hard thing to grow, but one of the most essential 
things.  Having patience for a lifetime sounds like a scary thing, but it’s not hard. Even in the moments 
when you don't feel like being that person.  Maybe you don’t want to worry about your counterpart with 
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autism, [or] maybe you just want to be you.  If they get mad at you, you want get mad back. They can 
have tools and teachings, but they’re never going to be able to see the world we see, and we’re never 
going to be able to see the world as they see it.  It’s so hard being different unintentionally--being 
different because they don’t have a choice.  Patience, patience, patience.  Patience and love." 
-Naomi 
 
“In time, you benefit from so much perspective, from any number of different exposures and experiences. 
If something feels that big in the moment, it’s probably not that big.  In fact, if it feels like that big of a 
deal or that different or it’s the end all--that’s really insignificant.  In a few years, you’ll realize that you 
have something so special.  You’re getting exposed to so many different aspects of people that are so 
beautiful that a lot of people never get to know [or] strive to understand.  You’re in an incredibly 
privileged situation to be surrounded by a community that’s so giving and so brilliant.  Chances are, your 
sibling is going to influence you into being a much better and brighter person.  Really try to learn from 
them, even if they’re communicating in a different way or they don’t know the best way to relate.  That 
person is doing their best.  They are pretty exceptional.” 
-Estelle 
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